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ABSTRACT 

This report is the final in a series designed to 
assist in the planning and d'velopment of a comprehensive, 
coordinated service delivery system for Arizona infants and todilers 
who are developmentally delayed or at risk of aeveloping handicapping 
conditions, and their families, as outlined in Public Law 99-457. It 
documents the needs of Arizona's families as identified by a 
statewide, representative sample of 536 parents and caregivers who 
were interviewed concerning their involvement in meeting their 
child's needs, the nature and type of services they were receiving, 
their satisfaction with the services, their need for other services, 
financial needs, information needs, and emotional support needs. 
Services evaluated include medical, rehabilitative, educational, 
family programs, and low-income family services. The report offers a 
profile of the sample, summarizes interview responses, aiid identifies 
unique needs of different ethnic 9 >ups and of rural versus urban 
residents. An executive summary discusses four conclusions specific 
to financially stable families, families with low incomes who are not 
Arizona Health Care Cost Containment System (AHCCS) recipients, 
minority families, and AHCCS recipient families, and offers one 
conclusion concerning all families. An appendix describes the project 
design, sample, methodology, an*' analysis. (i7DD) 
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PREFACE 



This report is Part III of a series of three publications prepared for the Arizona Interagency 
Coordinating Council. The purpose of this senes is to assist in the panning and development of a 
comprehensive, coordinated service delivery system for infants and toddlers who are developmentally 
delayed or at risk of developing handicapping conditions and their families. 

The publicatior senes consists of the following three reports. (1) Understanding Arizona's 
Agencies; (2) Discovcnng Who Will Be Served; and (3) Arizona's Parents Speak Out. 

Understanding Arizona's Agencies, Fart I, is a report identifying the key agencies in the S^ate of 
Anzona who have been designated by the Arizona legislature and U.S. Congress to respond in a variety 
of ways to the speaal needs of young children and their families. The purpose of the report is to 
provide policy-makers, service providers, and parents with a summary description of the legislated 
programs in the State of Anzona that have been mandated by federal and state laws, and interpreted 
at the policy and implementation level within the respective agencies. A description of each agencies' 
mission, eligibility requirements, and services is provided. 

Discovering Who Will ^e Served, Part li, is a report on the number of children in the State of 
Anzona m need of special services, based on the prevalence and incidence of certain characteristics in 
the population and an interpretation of the broad definition of who /leeds early intervention provided 
m P.L. 99-457. Three distinct groups art considered. (1) children who are experiencing developmental 
delays, U) childien who have a diagnosed physical or mental condition which has a high probability 
of resulting in developmental delay, and (3) children who are at risk of having substantial 
developmental delays if early intervention services are not provided. The report provides numerical 
projections of the size of the target population through the year 2,000, and graphic displays -^f the 
geographic and ethnic distribution of the target population across Arizona. 

Arizona's Parents Speak Out, Part III, reports on the needs of Arizona's families as identified by 
the parents and caregivers of young infants and toddlers who are developmentally delayed or at risk of 
developing handicapping conditions. A Statewide, representative sample of 600 parents served by 
Anzona's key agencies were surveyed in face-to-face interviews wiih trained interviewers. 
Respondents were asked questions related to the nature and type of services they were receiving, their 
satisfaction with the services, their need tor other services, financial needs, information needs, and 
emotional support needs. The report summanzes their responses, as well as identifies unique needs as 
represented by different ethnic groups and rural vs. urban residency. 
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ARIZONA'S PARENTS SPEAK OUT 



Executive Summary 

The successful implementation of Public Law 99-457, Part H, will depend in large part on the 
State 5 ability to establish an early mtervention system that is responsive to parental perception of 
the needs of infants and tiddlers who are developmentally delayed or at risk of becoming 
handicapped. 

This report represents the results and conclusions of interviews that were conducted with 536 
families throughout the state of Arizona. All of the families have children less than four years of age 
who have speaal needs. The families reside in every county of the state. They are members of every 
mapr ethnic group in tne state, come from diverse economic situations, and live in both rural and urban 
communities. 

Most of the families consist of households with married couples. Ten percent (10%) of the families 
are single adult households. Mothers remain the primary caretaker in mo^< cases, even though at least 
52% of them work. 

Most of the children have had extensive medical services, including newborn intensive care, 
medical specialists, developmental screenings/evaluations, special medical tests, lab fees, special 
medications, and speaal equipment and supplies. They are experiencing developmental problems, but 
have received few rehabilitative, educational or family support services. 

Five key subjects vere explored with the parents in order to better understand the needs of their 
young children and their families: 

• Are parents receiving the information they need to make important decisions about their 

child? What kinds of information do parents of children with special needs want and 
where do they get their information? 

• What kinds of services are children and families receiving, who pays for it, and are parents 

satisfied with it? 

• What is the nature of parental involvement in meeting their child's needs? 

• What are the emotional support needs of parents who have children with special needs and 

who is giving it to them? 

• What are the main financial issues for families with children who have special needs? 

The answers to these questions yielded a large amount of information about Arizona's families. 
The body of the report contains detailed descx iptions of the parent responses, with a summar> of the 
major points at the end of each section as it relates to the above questions. 

For the purposes of this executive summary, 5 critical points will be discussed. They represent 
conclusions from a synthesis of all the information provided by the parents and suggest areas for 
immediate action. 

These critical points are delineated with respect to four distinct groups of families who are at risk 
for being unable to meet their children's bpecial needs. Some of the characteristics of each of these 
groups n\ake them unique and contnbute to the need for different strategies in order to effectively 
address their needs. The last critical point discussed is relevant to all the parents and their families. 




The four groupb of fanulies that were identified for purposes of discussion are^ : (1) financiaDy 
stable famihes, (2) famihes with low incon\es but non-AHCCCS recipients, (3) minority families, and 
(4) AHCCCS recipient families. 

Financially Stable Families 

Critical Point #1: Parents of financially stable families who have children with special needs 
may be at risk for unemployment, leading to reduced incomes, jeopardizing 
medical insurance coverage, and resulting in a reduced capacity to secure the 
services necessary for their child's needs. 

Families in this group can be generally characterized as having ar»nual incomes greater than 
$20,000. They represent the largest group of families out of the four identified (approximately 40-50^c 
of all families needing services). Most of them have at least one parent who is emplryed, have 
private, medical insurance, and are ineligible for state-supported ser;ices for low income families- 
There was a clear relationship between the annual income of the family and the amount of money 
the family spent because of their child's special needs. That is, the higher the annual family income, 
the more money was spent out-of-pocket to meet their child's service needs. The average annual 
expenses for children with special needs was S"^ ^70. 

This group of parents also reported that two major sources of payment for the services their child 
IS currently receiving are family iurome and private, medical insurance, two sources tied directly to 
employment. 

Even though children from fanuhes who have private insurance and higher incomes are more 
likely to be receiving a range of early intervention services, no rehabilitative, educational, or family 
support service is received by a majority of all parents. Unfortunately, less than half of the families 
reported having insurance policies that support the cost of physical therapy, case management, or 
home-based educational instruction, among other early intervention services. 

In spite of the importance of continued employment for parents who have children with special 
needs, they may be at nsk of unemployment. The unemployment rate for the overall group of parents in 
this study IS much higher than for adults in general. Fourteen percent (14%) of the families reported 
that no parent in the family vas employed. 

The income of many families was reduced because parents have quit their jobs or cut back on the 
amount of work they were doing in order to care for their child. Many parents reported that child care 
was either too expensive, or that specialized care was not available. Others indicated that it was too 
difficult to rearrange their work schedule in order to meet their child's needs. (Dnly 1% of the parents 
indicated they did not want to work. 

SOLUTION #1A: Tiie m^^l important action that can be taken by tiie state to meet these 
families' needs is to insure the parents' continued financial stability by 
providing services to employed parents which will enable them to 
continue their employment In addition, barriers to employment should 
ue removed for parents who are currently unemployed. 

Child care must be affordable and accessible, with specialized care 
available when necessary. Incentives could be designed for employers 



^ Detailed de^cnptions of the families can be found in the body of the report. Generalizations are used here to simplify the 
discussion of the main implications of the study. 
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who allow flexible work schedules. Respite care snould be made more 
available, especially for parents seeking increased educational 
opportunities that will result in j Jb-related advancement 

SOLUTION #1B: Closely related to the employment issue is the availability of medical 
insurance coverage that supports the cost of some of the early 
intervention services for young children* A detailed analysis of s^ate 
insurance laws as it relates to the minimum insurance coverage required 
of all policies delivered in the str.te of Arizona for newborns and young 
children should be conducted. Changes in the minimum requirements 
for payment of targeted early intervention services, such as physical 
therapy, should bo identified and implemented. 

FamUies with Low Incomes, Non-AHCCCS^ Recipients 

Cr\ical Point #2: Families with low incomes, but who are not AHCCCS recipients, are 
unable to support the financial needs of their children in all areas, including 
medical, rehabilitative, educational and family support services. Their 
children . ave the lowest participation rates in tht existing service delivery 
system and are at great risk for school failure. 

Families in this grcap (approximately 15-207o of all families needing services) have been referred 
tu m the past writhin the human service delivery system as ' notcn group" families. They are typically 
families v^th incomes less than $20,000 per year. ..lost, how^ever, have incomes over $10,000, making 
them ineligible for many state-supported programs, such as AhCCCS. There is likely to be one parent 
working, but at substandard wages and v^^ithout the benefit of private medical insurance. 

C.iildren from these families are the most at-risk for developmental problems that are likely to 
i.untinue upon entrance into the school system. They have the lowest participation rates in the early 
intervention services identified in this study when compared to the other children. 

This may explain why families representing this income group were- not easily identified for 
inclusion in this study, which depended upon the client caseloads of several state agencies for soliciting 
parental involvement. This group was underrepiesented in the sample by 1 1%. 

These families are less li\ely to have medical insurance, and, therefore, their children are less 
likely to be initially identified through the medical community, the major source of early 
identification for all other children. 

SOLUTION #2A: Many of these families are likely to be recipients of the WIC program 
(Women, Infants, and Children food supplements). Twenty-five percent 
(25%) of the families in the sample were recipients of WIC. Therefore, a 
model identification program should be developed in which all children 
in the WIC prjgram receive a standard, state-of-the-art developmental 
assessment to increase the number of children in this income category 
who are identified as in need of early intervention. 




Arizona Health Care Cost Containment System ^ 
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SOLUTION #2B: Cooperative efforts with the state Job Training Partnership 
Administration (JTI A) should be developed in order to improve the 
employability of disadvantaged parents from this group so that family 
income can be inaeased. ^ ^ 

SOLUTION #2C Legislation, regulations, and policies that would increase the provision of 
private medical insurance to employees in low-wage positions should be 
pursued. This would help reduce state-supported expenditures and 
improve the child's access to early intervention services, 

SOLUTION #2D: The need for stata support of some of the services needed by children 
within this group will continue to be greater than for children in higher- 
income families. The provision of and p^^yment for early intervention 
services could be determined through a siiding-fee-scale service system, 
where appropriate and consistent with state statutes. 

SOLUTION #2E: The Interagency Coordinating Council should join advocacy efforts 
initiated by the Arizona Council for Mothers and Children and the 
SOBRA Coalition in order to encourage legislative changes that would 
increase the number of uninsured women in this group who would be 
eligible for state-supported prenatal health care. 



Minority Families 

Critical Point #3; Minority families are much more likely to have ioxv incomes and 
experience higher rates of unemployment, with increased inability to pay for 
the kinds of services their child may need. Native American children have the 
lowest participation rates compared to children from all other major ethnic 
groups in the range of early intervention services identified. 

Twenty-five percent (25%) of the states' population of children ^re minority children. Hispanic 
and Native Amencan fa'-Mlies are much more likely to be recipients of state services for low income 
families than White families. This suggests that minority fanulies are overrepresented in the lower 
income categories. 

Native Amencan children are particularly underrepresented in the service delivery system in the 
area of medically-related services. In spite of the fact that the Indian Health Service is a health care 
system established to meet the medical and health care needs of Indian people, very young Native 
American children are not receiving the same level of medical care as other children. 

The survey shows that Native American children received significantly fewer surgeries, were 
seen by fewer medical specialists, received genetic counseling les^ frequently, and had used special 
equipment and supplies for their child less often. They were much less likely to receive physical 
therapy, and they were hospitalized much more frequently than other children for reasons other than 
surgery. 

SOLUTION #3A: Since over half of the Native American families in the survey are 
recipients of AHCCCS, a group of families the survey found had the 
highest participation rates in ,he early intervention services, a study 
should be conducted to identify discrepancies between the level of 
AHCCCS services contracted through the Indian Health Service and 
those provided by other contracting orgfinizations. 
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Indian Health Service personnel may need training in the identification 
of children with special needs; and the kinds of early intervention 
services they need to reduce long-term developmental problems and 
school failure. 

SOLUTION #3B; The Interage^icy Coordinating Council should establish goals related to 
improving Native American children's access to medical services, and 
assist in identifying strategies for eliminating the discrepancy between 
services received by Native American children and their families and 
other ethnic groups in the state. A cooperative effort between the state 
and the federal program for Native American children should be 
articulated. 

The strategy should address the lack of availability of trained 
professionals on reservations, a condition that may be contributing to the 
children's poor access to rehabilitative services. This strategy might 
include special monetary incentives supported by the federal 
government for individuals willing to work in rural, reservation 
environments. 

AHCCC£ Recipient Children 

Critical Point #4; Children who were AHCCCS recipients had the highest participation rates 
in medically-related services. They were also receiving 6 other early 
intervention services significantly more often than other children. This 
includes physical/occupational therapy, assistance with coordinating services, 
nutritional advise, speech and language therapy, respite care, and 
transportation. 

Famihcs who are recipients of AHCCCS have the highest unemployment rate of all families in 
the sample (32%). The AHCCCS program, in conjunclion with the Arizona Long-term Care System for 
children with developmental disabilities, appears to be greatly enhancing many children's access to 
early intervention services. Thirty-three percent (33 7o) of t..e families interviewed in the study were 
AHCCCS recipients. 

However, 2/3 of tho children in the sarr.pk who are enrolled in AHCCCS ivc children from rural 
communities. While this results in a very positive program for children who arc typically isolated 
from services, children in Maricopa county are much leas likely to be AHCCCS recipients. 

SOLUTION #4A; Continued effort should be given to enrolling all eligible children into 
the Arizona Long-term Care System to insure that they have the 
opportunity to participate in early intervention services. 

SOLUTION MB; Strategies for improving the equity of services that are provided io 
children in thi^ .urogram and policies that support the full range of early 
intervention services should be sought. This may require state statutory 
changes in areas where federal law allows broader service options under 
this program than currently available from the state. 

SOLUTION MC: A special campaign should be instituted to find and enroll children and 
families in Maricopa county in the AHCCCS and ALTCS programs. 
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Critical Point #5; The majority of parents agree that what they want most is more 
information about the services that are available for their child. 



A mdjoril)' of parents are not getting access to information relevant to the child's rehabihtativC, 
educational, and family suppon needs. There appears to be no coordinated system from which parents 
can access information about ser v'ices of this type. 

The exception to this is medically related information. Most parents appear to be receiving 
medical advice and information from the dical doctors. They report that this information is useful 
and that the doctors are supportive. 

Without access to important information, hov^^ever, that v^^ould help them function more 
effectively as parents of children v^^ith special needs, parents feel confused, deceived, dissatisfied, and 
spend an excessive amount of time seeking information for their child, fhis may contribute tu the need 
to quit their jobs in order to care for their child. 

The degree to which a family may need assistance coordinating services for their child u^ill 
depend ^ number of factors, including the complexity of problems the child has, family income, 
family aaess to a social support system, and the level of knowledge the parents have regardmg what 
services are available. The more the parents can be empowered with information about the service 
system, the l^ss their need for essistence with coordinating services. 

SOLUTION #5A: If doctors are he major source of informe on for parents, then 



professionals in the state-supported service providing system need to 
identify a strategy for disseminating information about the rehabilitative, 
educational and family support system through the medical community. 

A user-friendly, computerized information system could be designed and 
placed in doctors' offices throughout the state. Most parents of these very 
young children are seeking medical services for their child. While 
acquiring these services, they could learn about additional early 
intervention services available for their child by interacting with a 
computer system located in the doctors' offices. This effort could be 
supported through a partnership with the private sector. 



The following report is a detailed summary of the findings generated by the face-to-face 
interviews conducted with families throughout the state. A description of the study design, sample, 
and methodology can be found in the appendix. 
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PROFILE OF THE I 
SAMPLE 



Parents from 536 families were interviewed. They provided their perceptions 
the needs of their children who are developmentally delayed or who have special 
needs. Data on 584 children from these 536 families was collected and analyzed. The 
children were an average of 2 years old. 

The families live in every county of the State, with rural and urban families 
represented in equal proportion to their residericy patterns in the State.^ 

Children from every major ethnic group in the State are included: (1) White [not 
Hispanic] (757o), (2) Hispanic (15%), (3) American Indian (5%), (4) Black {21i\ and 
(5) Asian/other (37o). Major ethnic groups other than While are each 
underrepresented in the sample by 27o or less.^ 



Chad's Ethnic Backg?:ound 



3%2% 




757c 



□ White (not Hispanic) 

0 Hispanic 

0 Native American 

O Asian/other 

M Black 



Profile of the 
Families 



The followmg variables characterize the families participating in the sur\'ey 
Family Income 

• The median annual income for families in the sample was $20,000-529,999. 

• Income levels from less than $5,000 to over $75,000 were represented; incomes 
between $5,000-$20,000 were underrepresented by 16%, and incomes of more than 
$50,000 were substantially overrepresented. 

• 337o of the families were receiving AHCCCS. 

• Hispanic and Native American families were much more likely to be receiving 
AHCCCS than White families. 



^ Geographic ditterences are discussed throughout the report. A description of the 3 major geographic categories used in the 
comparauve analyses can be tound in the appendix. Only items where statistically significant differences were found are 



discussed. 

^ in the sections that toiiow, unless otherwise indicated, compansor.s between ethnic groups will be based on the 3 major 
groups (White, Hispanic, Amencan Indian), because sample sizes for the others are too small 
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Total Household Income 



9% 



16% 




□ 

□ 
□ 

m 
m 

B 

m 



SSfiOO or less 



$5,000 to $9^99 
SIO^MX) to $19,999 
$20,000 to $29,999 
$30,003 to $39,999 
$40,000 to $49,999 
550/)00 to $74,999 
$75,000 ormore 



Don't know/ refused 



Caregiver Educational Level 

• The mean educational level of the primary caregivers was 13 years of school. 

• The range of educational level was from one year of school to 19 years or more; 
mdividuals with educational levels less than 12 years were underrepresented by 
6%. 

Family Structure 

• 78% were households with married couples. 

• 10% were single adult families. 

• 13% had three or more adults who were 18 years or older living in the home. 

• One household reported 18 adults in the home. 
Family Size 

• The average family size was 2.4 children. 

• The median family size was 2 children. 

• 84% of the families had 3 or fewer children (17 years of age or younger). 

• 11% of the families had more than one child who had special needs or was 
developmentally delayed, and was 3 years of age or less. 
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Primary Caregiver ^ 

• The mothers were most frequently mentioned as the childrens' primary caregivers. 

• The mother was primary caregiver in 88% of cases. 

• The father was primary caregiver in 4% of cases. 

• The grandmother was primary caregiver in 3% of cases. 

• The baby-sitter was primary caregiver in 3% of cases. 

• Other relatives and adults were mentioned in 3% of cases. 
Maternal Age 

• The mean age of mothers at the time of their child's birth was 28 years. 

• Maternal age at the time of the child's birth ranged from 12 years of ag3 to 47 
years. 

Employmp**t Status 

• 86% of the families had at least one wage-earner. 

• At least 52% of the mothers were employed. 
Special Expenses for the Child's Special Needs 

• The average annual expeiises for the child's special needs was $7^70. 

• The median expenses for one year were $500. 

• The range of expenses for one year was $0-$600,000. 

• 8 urban families spent more than $150,000 each. 



^ Primary caregiver cares for child at least 14 hours per day. 
O 
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Profile of the 
children 



The children whose needs are identified in this report can jc characterized by 
the following information. 



Profile of the ChUdren 



Characteristic Number Percertt 

Age <lyear 132 23% 

1 year 173 30% 

2 years 119 20% 

3 years 132 23% 

4 years 28 5% 

Sex Female 236 41% 

Male 340 59% 

Birthweight Very low (<1500 gms) 105 18% 

Low (1500-2500 gms) 134 23% 

Normal (2500-4000 gms) 295 52% 

High (>4000gms) 38 7% 

Gestation^ Preterm (<37 weeks) 337 58% 

Term (37^2 weeks) 172 30% 

Postterm (>42 weeks) 70 12% 



Babies who spent time in Newborn Intensive Care Unit 376 64% 
Babies Receiving Services through Newborn 

Intensive Care Follow-up Program 190 47% 

^ Not all categories add up to 584 total children because of refusals, unknown, 
vnd missing data. 

^ Parents indicated whether or not their child was born early, on time, or late, 
and by how many weeks. Their responses have been regrouped such that 
responses of more than 3 weeks early are called preterm, 3 weeks early to 2 
weeks late are called term, and more than 2 weeks late are called postterm. 
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Functional and Developmental Problems of Children 

• 16% of the parents reported that their child has not had any problem. 

• 66% of the parents reported that their child had 2 or more problems. 

• 9 parents reported their child had 11 or more developmental problems. 

• Problems with walking or talking were the most frequently cited problems. 



Problems Children Have Had 

(Parents could select all that apply! 



Problem 


Number 


Percent 


Can't move around or walk as well as he/she should 


245 


42% 


Doesn't babble or talk as well as he/she should 


238 


41% 


Had 5 physical health problem that was corrected 


220 


38% 


Has a continuing serious physical health problem 


196 


34% 


is slow to leam 


185 


32% 


Has trouble seeing 


121 


21% 


Can't think as well as he/she should 


111 


19% 


Is too fussy 


103 


18% 


Has trouble hearing 


96 


17% 


No problems 


93 


16% 


Has seizures 


92 


16% 


Other 


77 


13% 


Is too quiet 


72 


12% 


Has a behavior problem 


63 


11% 


Doesn't smile, laugh, or look at me 


35 


6% 



As the above table shows, the children of the fanulies represented in this study 
have had a variety of problems, with every likely functional problem represented 
Only 16% of the parents reported that their child has never had any of these 
problems. These may be children who for medical reasons were placed into the 
Newborn Intensive Care Unit at birth, but who have exhibited no subsequent problems 
since delivery. It may also represent children who received one time only medical 
services through Children's Rehabilitative Services. 
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Ethnic Differences 



Ethnic differences were reviewed by identifying the nun\l>er and percentage of 
children from each ethnic category who were identified by their parents as 
experiencing problems selected from the abcve list. Children from the different ethnic 
groups did differ on the nature of their problems as identified by the parents. 

First, White, Hispanic and Black children were the most similar in terms of the 
kinds of problems they were experiencing as identified by their parents. As a group, 
they most closely represent the rank order of conditions as indicated in the above 
table. 



Secondly, Native American children were the most dissimilar as a group. 
Although problems with babbling and talking were selected most frequently by all 
parents as a problem, only 29% of the Native American children were identified a^ 
having this problem. Black parents also selected this item the most frequently, but it 
w as selected by 67% of the group. 

There was no single item identified by ihe Native American parents as 
representing the kinds of problems their children were having or have had above the 
29% response rate for the item 'doesn't babble or talk as well as he/she should'. TTie 
remaining responses were distributed throughout the entire list, with the exception of 
'doesn't smile, laugh, or look at me'. No Native American parent identified this as a 
problem. 

On the other hand, Black parents were the most homogeneous as a group. On 4 of 
the problem items, 50% or more of the parents selected them as a problem. In addition 
to the response relatxl to talking, the following items were selected by a majority of 
the Black parents: (1 ) can't move around or walk as well as he/she should (50%), (2) 
had a physical healtn problem that was corrected (50%), and (3) has a continuing 
serious physical health problem (50%). 

Black parents reported proportionately fewer problems with vision than other 
parents (8%), while reporting the greatest number of problems with hearing (25%). 
They also reported the highest number of problems with behavior (25%). No Black 
parent selected 'no problems' when responding to this questir'^ 

Asian parents were the most likely to select 'no problems' in desaibing their 
child (35%). They selected the item 'is slow to learn' equally as frequently (35%). 
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Summary The results of the study summarized in this report represent the perceptions of 

parents from throughout the state of Arizona. Every county and every major ethnic 
group were represented in the findings. 

The families represent every economic group and all educational levels of people 
in the '>tate of Arizona. On every major demographic characteristic, the sample of 
parent* included in this study resembles very closely individuals from the Slate. 

The children appear to represent children with very early identifiable 
developmental and medical problems. The majority of the children have experienced 
more than one problem. Most parents in this sample have had annual expenses above 
that normally experienced by other parents of young children. 

The authors of this study feel that a significant effort was made to secure a 
representative sample of families with children who have special needs and that to a 
great extent, this has been achieved. These findings, therefore, can be used by policy- 
ir.akers as guidelines to improving services to all families who have young children 
v'ith special needs. 
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PARENTAL 
PERCEPTIONS OF 
INFORMATION 
NEEDS 



Parents were asked about the kinds of information they need as a parent of a 
child with special needs. Questions about their sources of information were asked in 
order to identify the best strategies for disseminating information to parents. Parents 
also reported on the kinds of problems they have had in getting information about 
their child. 

Where do parents of young children with special 
needs get information? 



Sources of Information for Parents ^ 

(Parents could select more than one item.l 



Doctors 
Doctor's offices 
Pamphlet/brochures 
Therapists 
Nurses/other health professions 
Family or friends 
Other parents w/small children 




20 40 60 
Percent Selected 



a The information for this table is combined from 3 separate questions in the survey. 



Geographic Differences 



Doctors, including pediatricians, were the only source identified by a clear 
majority of the respondents as providing them with useful information about their 
child. Therapists and nurses were the second and third most frequently cited people to 
provide useful information. 

Family or friends and other parents were more likely to be cited as sources of 
information than individuals representing state and private agencies such as a 
Developmental Disabilities agency caseworker, public health nurse. Pilot Parents, 
social worker, teacher, counselors, and lawyers. Individuals from these and other 
groups were identified as useful sources, of information by less than 19% of the parents 
in the sample. 

Other sources of information that were infrequently identified as useful (less 
than 207o of the sample) were mass media sources, hotlines, lectures, agencies, 
libraries., hospitals, and healing ceremonies. 

Differences between the 3 geographic groups were identified regarding the 
parents' source of information. Pilot Parents ranked higher (7th) as a source of 
information for Maricopa County parents than for parents in Pima County (14th) and 
rural counties (13th). Developmental Disabilities (DD) caseworkers ranked higher as 
a source of information for Pima County parents when compared to parents in the other 
two groups. Teachers were more frequently identified as a source of information for 
rural parents than for parents in Maricopa and Pima Counties. 
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Ethnic Difterences 



Parents from Maricopa County reported getting information from pamphlets and 
brochures more frequently than expected, while Pima County parents selected 
Evaluation Programs as a source of information more frequently than expected when 
compared to the other groups. 

Rural residents were more likely to get information from hospitals, selecting 
doctors' offices less frequently than expected in the comparison. 

A larger percentage of Native Americans (08%) identified doctors as the 
mdividuals from whom they get the most information than was identified by White 
parents (75%) and Hispanic parents (70%). Native American parents ranked 
therapists as a source of information much lower than \A^ite and Hispanic parents, 
while public health nurses ranked second as a source of information for Native 
American parents. 

Native American parents were also much more likely than expected to select 
hospitals as a source of information than White and Hispanic parents. White parents 
indicated agencies as a source of information more frequently than expected when 
compared to Hispanic or Native American paren'^s. 



What kinds of information do parents want? 

Parents were asked to select one item from each of four categories that 
represented the kind of information they needed as a parent; (1) about their child, (2) 
about being a better parent, (3) about services, and (4) other concerns. The only 
information item that was selected by at least 50% of all the parents was information 
about what services are available. The four information items from the ^ categories 
selected by 20% or more of the sample were the following items. 



Information Parents Want Most 

[Parents could select one item from each category) 



Item 


Number 


Percent 


What servicer are available 


268 


50% 


How to be a better parent 


177 


33% 


What services are required by law to be available 


157 


29% 


What are the educational needs of my child 


109 


20% 



About Their Children. Only 11% of the sample indicated that they did not need 
any more information related to tJ^eir child, didn't know or refused to answer this 
question. 

When asked to indicate the single most important information about their child 
that they felt they needed, the parents varied greatly in their selection. No single 
item received m^^e fhan 20% of the parental responses. This suggests that parents 
have very idiosyncratic needs such that interventions with the family and child mubt 
be sensitive to the individual needs of each family. 
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The following table illustrates the types of information related to their child 
that parents selected cs important to them. 



Information Needs About Child 

(Parents could select one item) 
Item ; Number Percent 

Educational needs of my child 109 20% 

What things children do at different ages 
My child's disability 

What my child will be like as he/she gets older 
What happens when my child becomes school age 
I don't need any more informarion about my child 49 97© 

Other 19 7f7o 



100 19% 

94 18% 

78 15% 

77 14% 



(geographic Differences 



Rural parents indicated they wanted information about their child's educational 
needs much more frequently than expected when compared to parents from Maricopa 
and Pima counties. 

About Being A Parent Thirty-three percent (33%) of the sample agreed that the 
single most important infontiation they wanted about being a parent was how to be a 
better parent in general 

Once again there was no strong consensus regarding the importance of any one of 
the various information items listed. The frequency and percentage with which 
parents indicated their need for informadon on items related to being a better parent 
are listed below. 



information Needs About Being A Parent 

(Parents could select one item] 



Item 



How to be a better parent in general 

How to care for my child's physical needs 

How to keep going from day to day 

I don't need any more information about parenting 

Helping siblings understand my child's needs 

Family recreation ideas 

Dealing with reactions of others 

Dealing with my child's brothers and sisters 

Other 



Number 


Percent 


177 


33% 


89 


17% 


75 


14% 


65 


12% 


35 


7% 


27 


955) 


24 


95?) 


20 


4% 


11 


-Bo 



About Services. Of all the items regarding information needs that parents were 
asked to respond to, information about the availability of services was the most 
frequently selected item by the parents. Fifty percent (50%) of the parents indicated 
that they wanted more mformation about what services are available. Responses to 
items related to service information were the following. 
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Information Needs About Services 

(Parents could select one item] 



Geographic Jif/jrences 



Ethnic Differences 



Item 


Number 


Percent 


What services are available 


268 


50% 


I don't need any more information about services 


80 


15% 


How to get services 


69 


13% 


What services my child needs 


63 


12% 


Where to get toys and materials for my child 


27 


5% 


Where to get equipment 


15 


2% 


Other 


6 


1% 



Rural parents v^^ere much less likely than exf?ected to indicate they did not need 
any mformation about services for their child than parents from the urban counties. 



Native American and Hispanic parents selected the information item "how to 
get services" more frequently than expected. This would be consistent with the earlier 
finding that these two ethnic groups were getting information from agencies less 
frequently than White parents. It appears that agency personnel are interacting less 
frequently with Native American and Hispanic parents than with White parents, or 
that when interactions occur, infonr^Hon is not conveyed effectively from the 
perspective of minority parents. 

Other Concerns. When asked about any other concerns, information about services 
that are required by law to be available was the most frequently selected item (29%). 
Sixteei. percent (16%) of the parents said they don't need any additional information, 
which was the second most frequently selected item in this list. Another 5% indicated 
other information than Hsted or don't know/refused. The responses to items in this 
category were the following. 



Information Needs About Other Concerns 

(Parents could select one item] 



Item 


Number 


Percent 


Services that are required by law 


157 


29% 


I don't need any additional information 


84 


16% 


Finances 


59 


11% 


Will, trusts, providing for the future 


53 


10% 


Parents' rights in relation to special child 


40 


8% 


Single parents' concerns 


• /' 


7% 


Time management 


24 


5% 


Where to get counseling 


24 


5% 


How to Bnd and join advocacy groups 


17 


3% 


Other 


11 


2% 


How to get legal help 
Stepparents' concerns 


9 


2% 


6 


1% 
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Ethnic Differenres 



Geographic Differences 



Ethnic Differences 



Native >-inerican parents indicated that they wanted information on parents' 
nghts in relation to their handicapped child more frequently than expected when 
compared to parents from the other two ethnic groups. 

What kinds of problems do parents 
have in getting information? 

When asked about problems they as parents have had in getting information, 
many of the parents felt that the following conditions were true. 



Problems Parents Had 

[Parents responded to each item] 



Item 


Number 


Percent 


I had to find out lots of things on my own or by chance 


365 


68% 


I have gotten confusing information from different 




59% 


sources, or incomplete or wrong information 


316 


People telling me about my child's problem did not 




55% 


give me information about the services available 


293 


People didn't tell me why they couldn't provide 






the service 


227 


42% 


1 feel I have gotten the run-around 

People said they would find things out for me and 


225 


42% 




36% 


then did not do it 


194 


I have had other problems 


188 


35% 


People ignored my requests for information 


160 


30% 


I have felt someone didn't want to provide a service 




20% 


for me, so they didn't tell me about it 


109 



On the other hand, seventy-five percent (75%) of the parents felt that they were 
told about their child's problems when they began services. Sixty-eight percent (68%) 
of the parents felt that they were told what could be done for their child. 

Mancopa County parents were more likely than expected to report that they 
were not given information about the services available. Although the majority of all 
parents felt that they had to find lots of things out on their own, parents in Maricopa 
County and rural counties selected this item more frequently than expected when 
compared to parents in Pima County. 

When compared to Hispanics and Native Americans, White parents were much 
more likely than expected lo indicate that they had had "other problems" in 
addition to those listed. Native American parents reported more frequently than 
expected that they were not told why a service could not be provided, 

Hispanic parents were much less likely than expected to feel that they h.id been 
told what could be done for their child. 
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Parents reported that the medical doctorb are their major source of information 
about their child's needs, with no geographic differences found, and Native American 
parents selecting doctors even more frequently than Whites and Hispanics. 

In general, the parents felt that they had received infomnation about their 
child's problem and about v/hat could be done for their child. However, Hispanic 
parents were less likely than White and Native American parents to feel that they 
had been told what could be done for Iheir children. 

The kind of information parents are receiving about their children appears to be 
information that *nay only be relevant to the child's medical condition, the logical 
type of information to be provided by the child's medical doctor. 

Information relevant to the child's rehabilitative, educational, and family 
support needs and the range of services available to the child with special .-^eeds whu 
could beneP: from early intervention have apparently not been made readily 
available to parents. This is in spite of the fact that 41% of the parents indicated 
that their child has a case manager. Rural parents as a group were more likely than 
urban parents to mdicate a need for information related to their child's educational 
needs. Native American and Hispanic parents reported a greater than expected need 
for info'.ination on how to get services. 

When information of this nature is not provided by the medical doctor, there 
appears to be no other single source of information for parents to access, therefore, it 
results in confusion, excessive time on the part of the parents finding an adequate 
source, some feelings of deception, and dissatisfaction. 

Medical doctors are in a position to play a key role in linking parents to non- 
medical sources of information and services. State agencies need to identify a 
mechanism for iniproving parental access to service information and educating the 
medical community on an effective procedure for aeating this linkage. 

Professionals in tht pivotal role of serving families who have children with 
special needs, such as case managers, should be more effectively trained regarding the 
range of services available in the State, both public and private, and how to 
successfully link families to these systems. Strategies for communicating more 
effectively with minority parents need to be explored. 

State agency personntl and other professionals can serve an important role in 
advocating for families and empowering them with accurate information about the 
services the State offers for families with special n^ds. 

Educational opportunities for parents should be more readily available and 
emphasize the provision of knowledge related to what early intervention services arc 
available in the State for their child and family, parenting skills in general, and the 
educational needs of their child. 
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SERVICE USAGE 
AND 

SATISFACTION 

Subsection I: 
Medically related 
services 



?arent& were asked a senes of questions related to the types of services their 
children received, who had paid for the services, and their satisfaction with the 
services. There are 3 major subsections to this section of the report. The first subsection 
deals with services the children have ever ieceived since birth, primarily concerned 
with medically related services. The second subsection addresses issues related to 
services the children are currently receiving, focusing more on rehabilitative and 
educational services. The third subsection covers services for low income families onL. 



Has your child ever had the foUozving medically-related 

services? 



Parents were aiked to indicate whether or not their children had ever had any of 
14 medically-related services that were identified. Below are pie charts showing 
those services that a majority (51% or more) of the parents indicated that their 
children had received in the past. 

In addition, parents were asked to indicate who had paid for the service. The 
following is a list of paynr.ent sources from which they selected. 



Payment Sources 

IFarents could select all that apply) 



Self 

Private Insurance 

AHCCCS (Medicaid) 

Department of Economic Security/Div. of 

Developmental Disabilities (DES/DDD) 
Children's Rehabilitative Services (CRS) 
Public Health Services (PHS) 
Newborn Intensive Care Program (NICP) 



Relatives or friends 
Community fundraisers 
Public School 
Hospital 
Church 

Private non-profit organization 

County 

University 



Arizona School for the Deaf and Blind (ASDB) Other 
Child Evaluation Center (CEO 



The bar graphs accompanying each pie chart illUiUrate all the payment sources 
for each service in which at least 17o of the parents indicated that payment was 
provided by the identified source. Parents could indicate more than one source of 
payment. 



Was your child a Newborn 
Intensive Care Unit at the 
hospital? 



35% 




□ Yies 
S No 



65% 
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Has your child ever gone to a 
medical specialist? 



20% 



c 
01 



O 

o 

C/5 




Who paid for it? 



Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
PHS 
CEC 

Relatives and friends 
Other 



807c 



□ Yes 
S No 
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40 60 
Percent Selected 
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Has your child ever had 
developmental screening or 
evaluations? 



o 

i 




Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
PHS 
ASDB 
CEC 
Public school 
Hospital 
Private organization 
Other 



Who paid for it? 



Yes 
No 



757o 
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Percenl Selected 
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Has your child ever had 
special medical tests, lab fees, 
etc.? 



257c 




□ Yes 
g No 



75% 



Who paid for it? 



e 

cn 



Self 

Private itisurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
PHS 

Relatives and friends 
Hospital 
Other 




40 60 
Percent Selected 
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Has your child ever had 
special medications? 



48% 



I 



1 

o 

CO 




□ Yes 
^ No 



52% 



Who paid for it? 



Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
PHS 

Relatives and friends 
Hospital 




20 40 60 
Percent Selected 



80 



100 
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PS 



Has your child ever used 
special equipment and 
supplies? 



48% 




Who paid for it? 



mm 

s 

I 

i 

O 



Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICT 
ASDB 
CEC 

Relatives and friends 
Hospital 
Private organization 
Other 




40 60 
Percent Selected 



There were 5 additional services that 25%-50% of the parents indicated that 
their child had received. They were, (a) surgery (487o), other hospitalizations (43%), 
lodging and meals away from home (35%), special food or dietary supplements (32%), 
and genetic counseling (25%). 

The pattern of payment was similar to the above, in that the individuals 
themselves and/or private insurance were a source of payment for the greatest number 
of families. CRS supported some of the costs of surgery for 30% of the children and 
genetic counseling in 17% of the cases. AHCCCS helpad pay for surgery for 22% of the 
children and other hospitalizations in 24% of the cases. 

While 35%> of the families indicated that they had used lodging and meals 
away from home, 897o reported that they had supported the cost of this themselves 
The costs of special foods or dietary supplements were also supported primarily by the 
parents (66%). 

Three final items were reported to have been received by less than 20%5 of the 
children: (a) pnvate/2nd opinion testing for learning problems (17%), (b) special 
healing ceremonies (13%>), and (c) legal services (9%>). 

Private/2nd opinion '^valuations were most likely lo be paid for by the 
individual and private insurance. Special healing ceremonies were paid for by a 
source other than those listed (30%), by the church (23%), or by the parents (15%). 
Legal services were used infrequently, but when they were, they were paid for 
primarily by the parents (44%) or other source (21%). 
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Geographic Differences 



Ethnic Differences 



Several geographic differences were found when con\paring parents fron\ 
Mancopa, Pima, and rural counties and the kinds of services the> had received for 
their children. There were significantly more baoies from the 2 urban counties in 
newborn intensive care than expected when compared to rural residents. There were 
significantly move children than expected from rural counties who had other 
hospitalizations (not including surgery or at the time of birth) than children from 
Maricopa and Pima counties. 

Cliildren from Maricopa County were more likely than expected to have used 
special equipment and supplies when compared to the other two groups. 

Finally, a significantly higher number of rural families than statistically 
expected reported that they had used lodging and meals away from home when 
compared to families from the 2 urban counties. 

There were statistically significant ethnic group differences in the frequency 
with which services had been received on 5 of the 13 items related to medical services. 
There is a clear pattern of service delivery to Native American children that differs 
from that of White and Hispanic children. Native American children appear to be 
the least likely to have received any of these services than chdldren from White and 
Hispanic families. 

Tlie following table summarizes the percentage of children from each ethnic 
group who had received the identified service. 



Percentage of Ethnic Group Children Receiving Services 



Native 



Item 


White 


Hispanic 


American 


Had surgery* 


48% 


54% 


21% 


Had other hospitalizations* 


42% 


45% 


74% 


Gone to medical specialists* 


83% 


78% 


56% 


Had spec, medications^ 


52% 


57% 


32% 


Had spec, medical tests, lab fees 


76% 


74% 


63% 


Received genetic counseling* 


28% 


17% 


11% 


Had special food or dietary supplements^ 


34% 


29% 


14% 


Had developmental screenings/evaluations^ 


79% 


71% 


63% 


Had private/2nd opinion testing 


17% 


19% 


4% 


Used special equipment & supplies* 


56% 


46% 


25% 


Used lodging & meals away from home*^ 


36% 


28% 


50% 


Used legal services 


9% 


8% 


11% 


Had special healing ceremonies 


15% 


11% 


18% 



Statistically significant differences at the p<.05 level. 



Approached statistical significance (p<.09). 



Native American children had significantly fewer incidences of surgery than 
expected when compared to the other two groups. On the other hand, the Native 
Amencan children were hospitalized for reasons other than surgery or at the time of 
birth much more frequently than expected in the comparison. 
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Additionally, Native American parents reported that their children received 
care fron\ n\edical specialists much less frequently than expected when compared to 
the other two groups. 

Families from the White ethnic group (28%) were much more likely to have 
received genetic counseling than Hispanic (17%) or Native American (11%]^ families 
They are also much more likely to have used special equipment and supplies than 
children from either Hispanic or Native American families. 

A higher percentage of Native American families had to travel and use lodging 
and meals away from home for their child than the other two ethnic groups (although 
this was not statistically significant at the p<.05 level). 

Interestingly, there was very little difference in the frequency with which the 
different ethmc groups reported seeking and securing special healing ceremonies for 
their child. 

Family Income AHCCCS recipients were significantly more likely to receive surgery than 

Differences children from any of the other income categories. More than half (587c) of the 

children who were AHCCCS recipients had had surgery. The percentage of children 
from the other income categories receiving surgery were the following, (a) less than 
$10,000 (36%), (b) between $10,000-19,999 (41%), (c) $20,000 or more (44%). 

Similarly, most children receiving AHCCCS (52%) had had other 
hospitalizations (not including surgery or at the time of birth). Fewer than 40% of the 
children from each of the other income categories had had other hospitalizations. 

Families with incomes of $20,000 or more were much more likely to have received 
genetic counseling, 63% of all families receiving this service were from this income 
category. AHCCCS paid for 297o of the families receiving genetic counseling. Parents 
in low income categories and non-AHCCCS recipients are unlikely to receive this 
service. 

Families in the income category of $10,000 to $19,999 were significantly less 
likely to have received developmental screenings or evaluations than children from 
families in the other income categories. 

Finally, AHCCCS recipients were significantly more likely to have used legal 
services than families from the other income categories. 

Summary The responses of the parents suggest that most of the children in the sample had 

had some kind of medical complication that required the attention of a medical 
specialist and special medical tests to evaluate the child's condition. Over half of the 
children had used special equipment and supplies and had had special medications, 
while almost half had had surgery and other hospitalizations. 

The cost of these medical services is being primarily paid for through private 
insurance and by the families themselves. AHCCCS and CRS are supporting some of 
the medical expenses for families who are income eligible, which is consistent with 
their agency missions. Thirty-three percent (33%) of the families in the sample 
reported that they were enrolled in AHCCCS. 

There is one service that the parents reported was financially supported more 
often by the agency then through private insurance and themselves. Seventy-five 
U5%) of the children had received developmental screenings or evaluations that were 
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paid for most frequently by the Department of Economic Security/Division of 
Developmental Disabilities (DES/DDD) and the Department of Health/Newborn 
Intensive Care Piogram. Parents reporting DES/DDD as the source of payment include 
families who are recipients of AHCCCS. 

(t is very pK)sitive that such a large number of children are receiving 
developmental screenings at a very early age. This process should facilitate the 
identification and enrollment of children with developmental problems into early 
intervention services. 

It may He necessary for the state agencies who are providing developmental 
screenings to interface with the private medical community in this activity in order to 
insure* that all children are appropriately screened and increase the likelihood that 
early identification of aH developmental problems is successful. 

Unfortunately, there are some serious inequities in the state in regard to access to 
these medical services. Geographic differences suggested that children in the large, 
metropolitan area of Maricopa County had access to and had received special 
equipment and supplies for their needs more frequently. 

As one would expect rural parents are having to travel more than urban parents 
to access services, and hence, spend more money on lodging and meals seeking these 
services. Lodging and meals are expenses that are rarely supported by private 
insurance and state agencies, so families typically bear the cost of such expenses. 

This may create a barrier to service for many rural children whose families can 
not afford to pay for expenditures required to access services in the urban areas. 

Even neater discrepancies occur between different ethnic groups and their access 
to services. By far, the most serious problem for the state in regard to ethnic disparity 
is the poor access to services that Native American children have. A consistently 
lower number of Native American children are receiving the identified medi^jl 
services when compared to Hispanics and Whites. Hispanics are also more likely to 
receive fewer services than Whites, but not to the degree of disaepancy experienced 
by Native American children. 

This is due in part, no doubt, to the fact that most Native American children in 
Arizona live in rural, isolated areas of the state and receive their medical services 
predominantly from the Indian Health Service. The Indian Health Service has 
experienced a decreasing purchasing power over the last 10 years and this may have 
created constraints on the types and level of medical services offered to children. 
Medical specialists and medical tests, delivered less frequently to Native American 
children, would most likely be delivered in the urban areas. 

The expense of lodging and meals, experienced by most rural families, would also 
create a barrier to Native American families needing to seek services in the urban 
communities. 



The State's role and responsibilities in meeting the needs of young Native 
American children should be assessed and agency policies and practices need to be 
implemented that are consistent with the State's respx)nsibilities to Indian children. 
The State should establish goals related to improving the equity of medical services 
to voung Native American children commensurate with that of other children in the 
State. 



There also appears to be signiricant inequities in the services the famihes have 
received based on family income for several of the service types. 
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Children who are AHCCCS recipients were more likely to have h<-d surgery ari 
other hospitalizations than the other children in the sample. It is difficult to assess 
the reason for this discrepancy. 

""amily access to genetic counseling appears to be very limited, and is most likely 
to be received by parents with incomes of $20,000 or more. Genetic counseling is 
mfrequentky paid for by the state agencies. Since many developmental disabilities 
represent preventible conditions/ it would benefit families and the State to make 
genetic counseling more readily available. 

Finally, it appears that there are many families who fall within the category of 
$10,000 to $19,999 annual income and who are not getting access to developmental 
screenings or evaluations for their children. These are families who are not AHCCCS 
recipients, yet have incomes that may prevent them from securing this kind of service 
The children from these families also appear less likely to be hospitalized or have 
surgery, so are not readily identifiable through the medical community. 

This service represents another early intervention service that can lead to 
preventive strategies for children and families. Agencies should attempt to identify 
ways to reach children and families falling into this income range where barriers to 
service may exist and children may remain imidentif led. 
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SERVICE USAGE 
AND 

SATISFACTION 



What services do you currently get/use? 



Subsection II: 
Reliabilitative, 
educational, & 
family support 



Parents were asked about 13 services that their children or family currently 
receive. Most of the services on this list were related to rehabilitative, educational, 
or family support services. The services that parents were asked to respond to were the 
following. 



services 



List of Services Parents Were Asked About 



Transportation provided by someone else 
Parent or family education classes 
Home visitor 

Respite care flielp with child care) 
Physical or occupational therapy 
Speech and language therapy 
Vision or hearing training or screening 



Nursing care in the home 
Assistance with coordinating services 
Center-based classroom or group 
instruction 
Nutritional advice 
Counseling (including 
spiritual /religious 



Behavior therapy 



Secondly, a series of questions were asked of the respondents depending on 
whether or not they indicated that they (a) were or (b) were not receiving the service. 
The first information presented pertains to parents who indicated that they were 
currently receiving the identified service. 

There was no service that a majority (50%) of the parents were currently 
receiving. The children in the sample and their families were receiving an average of 
3.2 services at the time of the interviews. The range of the number of services received 
by the children/families was 0 to 11 services, with a median number of 3 services. 
Eighty-three (83) families reported receiving no services. There was not a significant 
difference across the ethnic categories in the number of services currently received. 

There were seven services that 25% or moi'e of the children/families were 
receiving. Pie charts are used to display the responses of the parents about these 7 
services in terms of whether or not they were currently receiving the service. 

The subsequent bar graphs depict the primary sources of payment for each 
service. The sources of payment are the same as those used in the previous question. 
Parents could select all that apply. Only payment sources in which at least 1% of the 
parents selected that item are included in the following bar graphs. An average of 1.25 
payment sources were selected by the parents for each service. That is, most parents 
selected only 1 or 2 sources of payment for each item. 
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Do you currently get/use 
vision or hearing training or 

screening? 55% 

Who pays for it? 




□ Yes 
B No 



45% 



Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
PHS 
ASDB 
CEC 

Public school 
Private organization 
Other 
I don't know 
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Do you currently get/use 
physical or occupational 
therapy? 



58% 




Who pays for it? 
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a 
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Self 

Private insurance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
CEC 

Community fundraisers 
Public school 
Private organization 
County 
Other 
I don't know 
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Do you currently get/use 
assistance with coordinating 
services (Case Manage,)? 



fe 



P4 



Who pays for it? 



Privaii Insurance 
.\HCCCS 
CRS 
DES/DDD 
N7CU/NICP 
CEC 
County 
I dc- '*I-.ow 
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Do you currently get/use 
nutritional advice? 



64% 




36% 



□ Yes 
M No 



Who pays for it? 



Self 

Private insurance 
AHCCCS . 
g CRS 
I, DES/DDD 
|2 PHS 
° Relatives and friends 
I Hospital 
o County 
Other 




Idon'tknow fff}J/^ 
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Do you currently get/use 
speech and language therapy? 



Phi 



o 

CO 




36% 



Who pays for it? 



Self 

Private insiirance 
AHCCCS 
CRS 
DES/DDD 
NICU/NICP 
ASDB 
CEC 
Community 
Public school 
Private organization 
I don't know 



□ Yes 
B No 
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Do you currently get/use a 
home visitor? 



65% 




35% 



Who pays for it? 



Self 

Private insurance 
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CRS 
DES/DDD . 
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PHS 
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^ Private organization 
County 
University 
Other 
I don't know 
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Do you currently get/use 
center-based classroom or 
group instruction? 



74% 




26% 

M.^.^ n Yes 
B No 



Who pays for it? 



Self 

Private insurance 
AHCCCS 
DES/DDD 
ASDB 
CEC 
Community 
Public school 
Private organization 
Coimly 
Other 
I don't know 
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Less than 25% of the families were receiving the othf services on the list. A 
summary of the number and percentage of families receiving these services is provided 
below. 



Services received by less than 25% of families 



Service type 

Respite care (help with childcare) 
Transportation provided by someone else 
Counseling (including spiritual/religious) 
Parent or family education classes 
Behavior therapy 
Nursing care in the home 



Number receiving Percentage 



96 
83 
69 
66 
28 
25 



17% 
15% 
12% 
11% 
5% 
4% 



Perhaps the most significant finding regarding the type of rehabilitative, 
educational and family support services families reported on is the fact that theru is> 
no service that a majority of the parents were receiving for their child. Of the 
rehabilitative therapies, physical or occupational therapy was the most commonly 
received service with 42% of the children receiving it. 
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It is also one of the services most likely to be paid for by the Division of 
Developmental DisabiliHes. However, included in this response are parents who are 
AHCCCS recipients and DDD eligible (see section on Family Income Differences). 
Most families who receive this service get at least once .t week. 

Only 41% of the parents reported that they were receiving assistance with 
coordinating services for their child. Parents reported that the Division of 
Developmental Disabilities was the agency most likely to pay for this service. 
AHCCCS recipients who are also DDD eligible are included in this response, also 

A very limited number of parents are receiving case service coordination from 
other state agencies. This may account for .a response by the parents regarding the 
need for more information on what services are available. 

There is some variance in the frequency with which families are receiving case 
coordination. Forty percent (40%) receive it at least once a month or more frequently, 
while 30% only receive it several times a year. 

Approximately 1/3 of the parents reported that they were receiving nutr'^ona' 
advice, speech/language therapy, and a home visitor. In spite of the fact that 47% of 
the children are enrolled in the Newborn Intensive Care Follow-up Program offered by 
the Office of Maternal and Child Health, only one parent indicated they were gettmg 
nutritional advice from theNICP. Only 12 parents reported receiving nutritional 
advice from the Public Health Service. 

For children who are receiving speech therapy, the majority get it at least once a 
week. It is also most likely to be paid for by the Division of Developmental 
Disabilities and AHCCCS. Only 1/4 of the families were receiving center-based 
classroom or group instruction. 

Only 17% of the families were receiving respite care. Very few families were 
receiving counseling or parent/family education classes. In light of P.L. 99-457 and the 
emphasis in Part H of the Act requiring greater attention to the needs of famihes, 
these services, which appear to be minimally provided to date, may need to be 
significantly increased in terms of availability and family access. 

Geographic Differences I The delivery of services within the 3 different geographic g^^P^^f^ "^'""'^ 
^ similar than different. The percentage of parents within each geographic group v% as 

calculated and compared desaiptively. 

There were only three services that suggested some difference: (1) vision /hearing 
training or screening, (2) respite care, and (3) home visitor services. 

A larger percentage of rural parents (54%) reported that their child had 
received vision/hearing training or screening than parents in Pima (47%) or Mancopa 
(40%) counties. 

More parents in Pima county received home visitors (47%) and respite care (30%) 
than parents from Maricopa county (30% and 14% respectively) and rural counties 
(37% and 10%, respectively). 
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Parents from rural counties selected more frequently the item 'I don't knew where 
to go to get this service' as the reason they do not currently get/use the services than 
parents from urban counties. 

Rural parents also selected more frequently items related to the services being too 
far away and transportation problems when identifying reasons for not receiving the 
services. 



Ethnic Differences Ethnic differences were found regarding the provision of 3 services. (1) physical 

or occupational therapy, (2) home visitor and (3) transportation. 

Native American children were much less likely to receive physical or 
occupational therapy when compared to Hispanics and Whites. This is consistent 
with the parents' reports that these therapists were less likely to be a source of 
information for Native American parents. 

On the other hand 52% of the Native American farrulies reported that thoy 
currently receive a home visitor. This is significantly more than expected when 
compared to the other two ethnic groups. Hispanic parents, however, reported 
receiving a home visitor much less frequently than expected. 

Finally, White parents were much less likely to receive transportation 
assistance than Hispanic and Native American parents, who receive it at a rate 
higher than expected. 

Idmily Income There were 6 services in which significant differences were found regarding the 

D Jfferences provision of services to families from different economic categories. These 6 services 
are. (1) physical or occupational therapy, (2) assistance with coordinating services, 
(3) nutritional advise, (4) speech and language therapy, (5) respite care, and (6) 
transportation. 

In all cases, families who were AHCCCb iccipipnts were significantly more 
likely to receive the above services than families from ah other income categories. 

Half (51%) of the families receiving AHCCCS reported that their children were 
receiving physical or occupational therapy. Children from families with incomes 
between $10,000 and $19,000 were least likely to be recipients of this therapy (26%), 

Half (54%) of the families receiving AHCCCS reported receiving assistance 
coordinating services. This is significantly more than all the families in the other 
income categories. Families with incomes less than $20,000 and not receiving AHCCCS 
reported the least amount of assistance w.th coordinating services. Approximately 
one-fourth of the children from these families receive this service. 



AHCCCS families were also significantly more likely to be receiving 
transportation services than all other families. Twenty-seven ^>>ercent (27%) of 
AHCCCS families reported that they receive transportation services, while less than 
10% of the families in each of the other income groups are receiving transportation. 
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Age Differences 



Lastly, AHCCCS enrolled families and families with incomes less than $10,000 
are much more likely to receive respite care than all other families. Almost 1/4 of the 
families enrolled in AHCCCS and very low income families reported receiving respite 
care, while less than 13% of families with incomes greater than $10,000 received 
respite care. 

In most instances, the families with the lowest participation rat^s across all 
service types were families in the $10,000 to $19,999 income range. 

A companson of the types of services currently received by children of difterent 
ages was conducted m order to determine if service delivery was being differentially 
given. 

Children less than 18 months of age were significantly less likely to be receiving 
the following services. (1) physic^Vocalpational therapy, (2) vision/hearing 
training/screemng, (3) assistance with coordinating services, (4) speech and language 
therapy, (5) center-based classroom or group instruction, (6) respite care, and (7) 
transportation. 

Questions about service delive y. Three additional questions were asked of the 
families who indicated that they were currently receiving a service. The three 
questions were. (1) How often do you gel the service? (2) How do you feel about the 
service? (3) Have you ever had any of these problen\s with the ser\'ice? The responses 
to each of these questions will be discussed below. 

How often do you get the service? 

When a family indicated that they were receiving a particular service item, 
they were asked to ide'** y how often they were receiving the service. The parents 
were asked to select a frequency rate from the following list. 



Frequency of Service 



At least once a week 
At least once a month 
Other 



2 times a month 
Several times a year 
Don't know 




41 



30 



The following table presents a summary of the services, and the percentage of 
parents receiving the service at the identified frequency. 



Slunmary of the Frequency of Service Provision^ 



Service 



Center-based classroom 
or group instruction 

Speech and language 
therapy 

Physical or occupational 
therapy 

Behavior therapy 

Counseling 

Nursing care in the home 

Home visitor 

Respite care 

Parent or family 

education classes 

Assistance with coordinat- 
ing ser\aces 

Vision/hearing training 
or screening 

Nutritional advice 



At least 


2 times 


At least 


Several 


Other 


Don 


once a 


a 


once a 


times a 




know 


week 


month 


month 


year 






75% 


5% 


2% 


7% 


11% 


0% 


64% 




8% 


7% 




1% 


63% 


15% 


9% 


8% 


4% 


1% 


50% 


11% 


21% 


18% 


4% 




45% 


9% 


16% 


19% 


12% 


0% 


36% 


8% 


12% 


20% 


20% 


0% 


38% 


10% 


10% 


31% 


9% 


2% 


17% 


12% 


6% 


29% 


20% 


3% 


26% 


12% 


11% 


38% 


14% 


2% 


11% 


11% 


18% 


30% 


24% 


6rc 


6% 


3% 


5% 


43% 


43% 


1% 


5% 


4% 


34% 


43% 


13% 


1% 



^ The percentages are based upon the subgroup of parents receiving each 
respective service. 



The service that was delivered at a high frequency to the largest percentage of 
parbapants was center-based classroom or group instruction. Although only 26% of all 
parents were receiving this service, 75% of those getting t e service recei^ : it at least 
once a week. 
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Therapies were the next most frequently delivered service (physical/ 
occupational, speech/language, and behavior therapies). Physical therapy was the 
second most frequently delivered service (42% of all families). The majority of 
families receiving physical therapy (63%) were receiving it at least once a week. 

Speech and language therapy was being delivered to only 36% of the families. 
However, of those receiving this therapy, 64% were getting it at least once a week. 

Assistance with coordinating services was the third most frequenUy cited serviro 
received, and was identified as a current service by 41% of the families. Forty percent 
(40%) of the families indicated that they receive this assistance at least once a veek, 
two times a month, or at least once a month. Fifty-four percent (54%) indicated they 
receive it only several times a year or at other times. 

It is interesting to note that although only 15% of the families indicated that 
they were receiving transportation as a service, 47% of those receiving it indicated 
they receive it at least once a week. 

Two services received by over one-third of the families (vision or hearing 
training or saeening and nutritional advice) were most likely to be delivered several 
limes a vear, although a larger number of parents (43%) indicated that the 
viston/hearing service was delivered at a frequency other than those specifically 
listed for selection. 

Only 38% of those receiving a home visitor were getting the service at least once 
a week, while another 31% got a home visitor several times a year. 

Very few families were receiving respite care (17%), but of those receiving this 
service over one-fourth received it at least once a week. Another 30% of those 
receiving respite care get it several times a year. 

How do you feel about the service? 

In order to obtain the level of satisfaction parents have with the services they 
are receiving, parents were asked to identify how they felt about each service by 
selecting from the following list. 



Feelings About Service 

I wish things were very different I would like some changes 

It's okay for now, I think they are pretty good I'm really pleased 
Pon't know 
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The following table summarizes the parental responses to the question related to 
their satisfaction with the services they are receiving. 



Summary of Parental Feelings About Services Received 



Service 


Nature of Feelings 








I vWsh things 


I would 


It's okay for 


I'm 


Don'l 




\/ere very 


like some 


now, things 


really 


know 




different 


changes 


are pretty 
good 


pleased 




Vision/hearing training 












or screening 


5% 


11% 


28% 


51% 




Physical or occupational 












therapy 


5% 


17% 


19% 


58% 




Assistance with coordinating 












services 


13% 


24% 


26% 


32% 


5% 


Nutritional advice 


5% 


12% 


35% 


46% 


2% 


Speech and language therapy 


7% 


17% 


24% 


50% 


2% 


Home visitor 


3% 


10% 


24% 


61% 


1% 


Center-based classroom or 












group instruction 


3% 


9% 


23% 


64% 


1% 


Respite care 


7% 


20% 


21% 


38% 


12% 


Transportation 


20% 


18% 


22% 


35% 




Counseling 


6% 


10% 


22% 


61% 


0% 


Parent or family education classes 6% 


17% 


29% 


47% 


3% 


Behavior therapy 


4% 


14% 


39% 


36% 


11% 


Nursing care in the home 


4% 


8% 


32% 


48% 


4% 



Of all the response options given to parents to indicate how they felt about the 
services they were receiving, the response choice 'really pleased' was selected most 
frequently by the parents, with the exception of behavior therapy (whose most 
frequent response was 'if s okay for now, I think they are pretty good'). 

The second most frequently selected response option was 'if s okay for now, I think 
they are pretty good'. Generally speaking, parents who are receiving the services are 
satisfied with the service they are receiving. 

However, there were 6 services in which more than 20% of the parents indicated 
they 'would like some changes' or 'that they wished things were very different'. 
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As the table above indicates, these 6 services and the total percentage of parents 
indicating a need for improvements are the following; (1) transportation (38%), (2) 
assistance with coordinating services {37%), (3) respite care (27%), (4) speech and 
language therapy (237o), (5) parent or family education classes (23%), and (6) 
physical and occupational therapy (21 7o). 

Have you ever had any of these problems with the service? 

Parents were asked to identify the kinds of problems Ihey have had with the 
services they receive. They were given a list of problems to pick from and could select 
all that applied to their situation. The list of problems they could select from were 
the following. 



List of Problems with Services 

Problems with services 

There is too much time on waiting list 

I have to wait too long for services to start after I am eligible 

The times for appointments are inconvenient 

It is too expensive 

The transporlation is too costly, not available, etc. 

The application forms or process is too complicated 

The application asks too many personal questions 

It doesn't suit my individual needs very well 

There is not enough respect for personal dignity 

There are too many staff changes 

The service is not available often or consistently enough 

The service is not effective for child 

There are too few staff, caseloads too large 

It is not well coordinated with other services 

There are not enough services/sessions too short 

The facilities are inadequate 

It is inconvenient/inappropriate location 

I have had no problems 

Other 

Don't know 



For all services, parents selected most often the response choice 'no problems with 
the service'. For 10 of the 13 services a majority (greater than 50%) of the parents 
selected this item. The range of the percentage of parents selecting this item acrosb the 
13 services was from 39% to 71%. No other single problem item was selected by the 
parents at this level of frequency. 
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The following table illustrates the number and percentage of parents selecting 
the response item 'no problems with the service' for the 13 services. 



Summary of Parental Response to Service Satisfaction 
'I have had no problems' 

Service Item Number Selecting Percentage 

(total # receiving)^ (total % receiving) 



Counseling 

Vision or hearing training or screening 
Nutritional advice 
Home visitor 
Behavior therapy 

Center-based classroom or group instruction 
Physical or occupational therapy 
Speech & language therapy 
Transportation 

Parent or family education classes 
Nursing care in the home 
Respite care 

Assistance with service coordination 



49 (69) 
174 (259) 
141 (210) 
135 (202) 
16 (28) 
81 (149) 
129 (243) 
109 (206) 
45 (85) • 
35 (66) 
12 (25) 
38 (96) 
94 (239) 



71% (12%) 
67% (45%) 
67% (36%) 
67% (35%) 
57% (5%) 
54% (26%) 
53% (42%) 
53% (36%) 
53% (15%) 
53% (11%) 
48% (4%) 
40% (17%) 
39% (41%) 



^ The number in parentheses represents the total number of parents in the 
sample receiving the service; the percentage in parentheses represents the 
percentage of parents in the entire sample receiving the service. 



Counseling (including spiritual and religious) was the service for which the 
greatest number of parents indicated they had no problems (71% of parents receiving 
service). The counseling service, however, is toeing received by only 12% (N=69) of the 
total group of parents in the sample. 

The service that was selected by the parents as having the most different kinds 
of problems was assistance with coordinating services'. Parents selected an average uf 
2.4 items from the list of problems when responding to this service type. The overall 
average number of responses selected by the parents for each service type was 1.6 (the 
range was 1.2 to 2.4). 
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The following table illustrates the kinds of problems parents have had for the 6 
services that were identified by more than 20% of the parents as in need of 
improvement. 



Types of Problems for Services in Most Need of Change 

(Parents could select all that applyl 



Problems with Services 



Trans- 
por«a- 
don 
(N=85) 



There is too much time 

on a waiting list 
1 have to wait for too long for 

services to start, after 

I am finally eligible 
The times for appointments 

are inconvenient 
It is too expensive 
The transportation is too 

costly, not available, etc. 12% 
The application forms or pro 

cess is too complicated 
The application asks too 

many personal questions 
It doesn't suit my individual 

needs very well 
There is not enough respect 

for personal dignity 
There are too many 

staff changes 
The service is not available often 

or consistently enough 14% 
The service is not effective 

for child 
There are too few staff - 

caseloads too large 
It is not well coordinated 

with other services 
There are not enough services/ 

sessions too short 4% 
The facilities are inadequate 6% 
It is inconvenient/ 

inappropriate location 5% 
I have no problems 53% 
Other 9% 
Don't know 4% 



4% 



(06 

1% 



2% 



1% 



79o 



1% 



4% 



4% 



79c 



7% 



Assist- 
ance 
with 

coordin- 
ating 
services 
(N=239) 



Service Type 



Respite Speech Parent/ Physi- 

carc and family cal or 

(N=96) language educa- occupa- 

therapy tion tional 

(N=206) classes therapy 

(N=66) (N=243) 



1/70 


V/O 




3% 


7% 


/J 70 


070 


67o 


2% 


6% 


5% 


4% 


7% 


5% 


8% 


1% 


7% 


7% 


6% 


8% 


3% 


4% 


4% 


3% 


5% 


3% 


2% 


0% 


0% 


0% 


2% 


2% 


Qf7c 


3% 


0% 


10% 


20% 


5% 


17% 


3% 


3% 


4% 


1% 


3% 


0% 


24% 


4% 


4% 


5% 


3% 


20% 


16% 


19% 


20% 


19% 


7% 


7% 


10% 


3% 


4% 


31% 


15% 


13% 


2% 


10% 


18% 


4% 


5% 


6% 


4% 


14% 


10% 


19% 


12% 


17% 


5% 


2% 


2% 


Qf7c 


3% 


4% 


7% 


7% 


7% 


9% 


39% 


40% 


53% 


53% 


53% 


7% 


14% 


2% 


11% 


3% 


1% 


6% 


2% 


2% 


1% 
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One problem item stands out as frequently cited across the services, 'the service is 
not available often or consistently enough'. Issues related to parental need for 
information about service availability were also identified under the section on 
parental information needs. 

Although most parents whose children were receiving physical or occupational 
therapy and speech/language therapy are getting the service at least once a week, 
there remains a group of parents who feel that the services are not enough or that the 
sessions are too short. This was also identified as a problem for the small group of 
parents receiving respite care. 

Assistance with coordinating services was problematic for parents in terms of long 
waiting lists, delays in the service, too many staff changes, frequency of service, too 
few staff with large caseloads, and ineffective coordination with other services. 

There was no service in which more than 10% of the parents felt that the servxe 
was not effective for their child. 

Wny don't you get the service? 

Parents who indicated that they were not currently receiving the identified 
services were asked why they did not get the service. Parents could select all items 
that apply from the following list. 



List of Reasons Why Parents Were Not Getting Service 



Not eligible 

Don't want/my child docs not need 
I don't have information about this service 
I don't know where to go to get this service 
It's not as important as some other things 
Takes loo long to get there; too far away 

Treatments take loc long 

Too much waiting to get the application approved 
Too much waiting to get an appointment 
Too much waiting when I go for an appointment 
Don't know 



My child is on the waiting list 
I'm tired of fighting for it 
Cost 

Hours of service don't fit my schedule 

Transportation problems 

I don't care for the person who works 

with my child 
I have no child care for my other 

children 
Paperwork is too long or difficult 
The procedure is painful for my child 
Other 



For all services, the most frequently selected response from parents who are not 
currently receiving the service was 'I don't want/my child does not need' the service. 
The range of percentages of parents selecting this response option across the services 
was 43% to 78%. 

The second most frequently selected response option for all services listed but one 
was 'I don't have information about this service'. The range of percentages of parents 
selecting this response option across the services was 9% to 39%. The exception was the 
service of nursing care m the home. The second most frequently selected reason for not 
receiving this service was 'not eligible' (12%). 
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The average number of response options selc^icd by the parents as reasons for not 
currently receiving the services was 12, that is, parents selected only one reason most 
of the time. 



The three response ite.ns 'not eligible', 'don't want/my child does not need', and 
'I don't have information about this service', accour for 88% of all responses to this 
qucsaon. The remaining 12% of the response choices, made from the list are dispersed 
throughout the list and shov^ no clear trend. 

These responses would appear to confirm the interpretation that . parents seek 
eligibility for services, are detennined eligible for services, and receive the service, 
then there are ^ew problems with the services being delivered for the majority of 
families. 

It also confirms the suggestion that many parents do not have sufficient 
information about the educational and rehabilitative services available for families 
and children in the state and their desire to receive more information about these 
services. 

Summaiy Access to the range of educational, rehabilitative and family support services 

identified in this study appear to be limited for the majority of parents. There is little 
consistency among the families regarding the type of services their children were 
receiving. There was no service a majority of the families reported receiving. A 
nvajonty of the families (59%) reported that their child was receiving 3 or fewer 
services. 

The service received most frequently and by the greatest number of children was 
physical or occupational therapy. Forty-two percent (42%) of the children were 
reported to be receiving this therapy, and most of them (63%) were receiving it at 
least once a week. 

The finding that less than half (41%) of the families are receiving assistance 
with coordinating services may help explain why so many parents indicated that 
they needed more information on the services available and how to access those 
services. Children who are recipients of AHCCCS were the most likely to receive this 
assistance. 

Indeed, children who are recipients of AHCCCS were the most likely to receive 
each of the services in question than any other categorical group. The finding that the 
Division of Developmental Disabilities was indicated as a major source of payment 
for many of the services may have to do with the fact that AHCCCS eligible children 
who are devclopmentally delayed are administratively assigned to the Divisior* cf 
Developmental Disabilities for their services. 

Families with incomes between $10,000 to $19,999, and not recipients of 
AHCCCS, showed the lowest ^^=»rticipation rates across all service types. 

Rural parents were more likely to indicate that they were not receiving the 
service because they didn't know where to go to get it. They also identified the 
services as being too far away more frequently. 

Native American children were the least likely to be receiving physical or 
occupational therapy, although it is ihe rehabilitative service received by the 
greatest number of children. Children below 18 months of age were less likely to be 
receiving most rehabilitative, educational and family support services. 
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Parents are generally satisfied with the services they receive, with the majority 
of parents indicating that they are 'really pleased' or 'that things are pretty good 
with the services. 

Transportation and assistance with service coordination were the two services 
identified by more than one-third of the parents as in greatest need of change. The 
most frequently cited problem with transportation was that the service is not 
available often enough. 

Problems with assistance with service coordination were identified by the 
parents as related to too long a waiHng period to be determined eligible, too many 
staff changes, and .nfrequency of service. 

Generally speaking, almost half or more of the parents not r;ceiving a given 
service reported that they did not want or that their child docs not need the service. 
However, many parents reported that they did not have information about the 
service. 
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SERVICE USAGE 
AND 

SATISFACTION 

Subsection III: Low 
Income Family 
Services 



Subsection III of the Service Usage and Satisfaction Section of this report is 
related specifically to four services in the state for children and families who must 
meet a low income eligibility requirement, in addition to other programmatic 
requireme'^ts. 

The four services included in this section are: (1) Women, Infant, and Children 
(WIC) food supplements, (2) Aid to Families witH Dependent Children (AFDC), (3) 
Ariicona Health Care Cost Containment System (AHCCCS), and (4) Supplemental 
Security Income (SSI). Parents were asked whether or not they currently receive any of 
these services. 



Percentage of Children Receiving Income-Related Services 
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The parents who indicated that they were currently receiving the above services 
were also asked to identify any problems they have had with the service. Consistent 
with the responses by parents in the previous service section, the item selected most 
often by the parents from the list of problems provided to them was 'I have no 
problems'. The percentage of parents selecting this item for each service was the 
following: (1) WIC (63%), (2) SSI (50%), (3) AHCCCS (43%), and AFDC (42%). 

The average number of problems selected by the parents for each service was 1.9 
Items. SSI had the fewest problem items selected for an average of 1.2 selections per 
parent. 

Parents reported the greatest number of problems with the AFDC program. The 
average number of problems selected by the respondents to this question was 2.9 Items 

While 42% of the parents receiving AFDC indicated that they have had no 
problems, over 20% indicated problems in the following areas: (1) the times for 
appointments are inconvenient (20%), (2) there are too few staff, caseloads too large 
(25%), (3) there are too many staff changes (27%), (4) the application asks too many 
personal questions (28%), and (5) there is not enough respect for personal dignity 
(28%). 

Other problem items were selected by the parents receiving AFIX and were 
distributed across the list with less than 20% of the parents selecting any one item 

Similarly, other than an indication that the greatest number of parents have 
had no problems with the 3 other services, items selected by less than 16% of the 



parents were distributed across the problems on the list, with no clear consensus by the 
parents of what the problems in service delivery may be. 

Parents not currently receiving these 4 services were asked to identify the reason 
why they were not getting the service. Over 50% of the parents in the sample 
indicated that they were not eligible to receive these services. 

The following table displays the percentage of parents selecting the four most 
frequently selected response, items across the 4 service types. 



Four Most Frequently Selected Reasons For Not Receiving 

Services^ 

Service Not eligible I don't have I don't want/ I don't know 

information my child does where to go to 



about service not need get service 

service 



AHCCCS (o% 12% 18% 3% 

AFDC 60% 26% 15% 8% 

SSI 54% 27% 11% 8% 

WIC 51% 24% 20% 10% 



^ Parents selected the response iten\ 'other' as the fourth item most frequently 
selected for AHCCCS, selected by 6% of the parents; because it is difficult to 
interpret and for purposes of providing succinct table summaries, it has been 
eliminated in this table. 



All other items were selected infrequently, and less than 5% of the time. 



e iographic Differences 



Ethnic Diff'^tences 



There were highly significant differences between geographic groups for 2 of the 
above service programs when comparing children's participation in these services. 

Significantly more rural children than expected are participating in the WIC 
and AHCCCS programs, while fewer Maricopa children than expected are enrolled in 
these 2 programs. At least 1/3 of the children from rural areas were getting WIC, 
compared to less than 1/5 of the children from Maricopa county. 

Similarly, 42% of the children from rural areas are receiving AHCCCS, while 
only 28% of the children in Maricopa county are enrolled. 

Parents from Pima County reported a higher rate of problems with AFDC than 
parents from Maricopa and rural counties. 

There were very significant, clear ethnic differences in who was receiving the 
four services requiring income eligibility. For each service (WIC, AFEXI, AHCCCS, 
and SSI) Hispanic and Native American children were much more likely to be 
receiving the service than expected. Whites were less likely to be receiving the 
services when compared to the other two groups. 



ERIC 



42 



The following graph illustrates the percentage of children fron\ each of the three 
major ethnic categories receiving the 4 services. 



Children From Each Major Ethnic Group Receiving 

Services 



1001 




Service 



Summary Smce AHCCCS was designed to serve only the very poorest of families, it is 

somewhat surpnsmg that 33% of the sample were receiving AHCCCS at the time of 
the survey. This represents a higher percentage than anticipated. It is consistent, 
however, with other data from the survey that suggests that AHCCCS children arc 
receivmg medical, rehabilitative, and educational services at a level at least equal 
to higher mcome groups. Therefore, AHCCCS families were readily identified for 
mdusion in the sample because of their participation in other State services. 

Children from rural areas were more likely to be receiving WIC and AHCCCS 
than children in Maricopa county. Hispanic and Native American children are 
represented at a significantly higher level than expected as recipients of all 4 
income-related services than White children. Over half of the Hispanic and 
Native American children in the sample were receiving AHCCCS. 

Although 25% of the entire sample was receiving WIC, 75% of the Native 
American children and 42% of the Hispanic children were receiving it. WIC 
recipients reported the highest level of satisfaction with the service they received. 

A very small p^ercentage of the sample was receiving AFEXZ (10%). Parents 
reported more problems with this service than with the others. Although the 
different programs have different income eligibility requirements, the discrepancy 
between those receiving AFDC and those receiving AHCCCS would suggest that 
AFDC is underserving a large group of families. 

The kinds of problems reported by the parents in relationship to the AFDC 
program suggest ways in which the agency could make the delivery of services more 
satisfactory to the parents. 



53 

43 



Approximately 25% of the parents in the sample reported that they did not 
have informaHon about AFDC, SSI, and WIC. This would suggest a need to improve 
the strategy for informing the public about these programs and encouraging full 
participation in the programs by all families and children who are eligible. 

These strategies must be sensitive to the sources of information utilized by 
different ethnic groups and for children and families in different geographic areas ( 
the state. Special efforts should be targeted at Maricopa county and the large 
metropoUtan area where isolation from the service system appears to be occurrmg. 
Low income White families may b-^ underserved. 
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PARENTAL 
INVOLVEME.MT 



Parents were asked about the nature of their involvement in meeting their child s 
needs and their satisfaction with the professionals they have interacted with. 
Parents reported a high level of involvement in activities as it relates to securing and 
participating in the delivery of their childrens' services. The following table 
sununarizes their responses. 



What Is the Nature of Parental Involvement in Your 
Child's Services? 

(Parents responded to each item] 



Item 



Number 



Percent 



I help make decisions about my child's prograir 

I transport my child to treatment 

I do some of the therapy for my child 

I advocate for my and my child's rights 

I help give information and support to other parents 

I coordinate my child's services 

I observe my child during therapy 



505 
471 
433 
420 
403 
397 
366 



89% 
83% 
76% 
75% 
71% 
71% 
65% 



As the table shows, a large number of the parent: are participating in meaningful 
ways in the delivery of their children's services. 

For parents reporting that they did not currently do any of the above listed 
activities, they were asked if that were something ♦hey would want to do. Between 
83%-95% of the entire sample either are participating in the above activities or want 
to do the above activities as it relates to their child's needs. The parents selected the 
Item 'I help make deasions about my child's program' the most frequenUy when asked 
if they do or want to do this activity (N=538). Only 19 parents (3%) indicated that 
they did not want to do this activity. Only 7 (1%) were uncertain and indicated they 
did not know whether they would like to make the decisions about their child's 
services. 

There were four additional activities in which less than half of the parents wen 
currently participating. They represent the following items and responses. 



Parental Involvement in Services 

IParents responded to each item) 

Hgn^ Number Percent 

I attend program planning meetings about my child 211 38% 

I am a volunteer, aide or assistant in my child's program 175 32% 

I help with fundraising for agencies ^"^^ ^^^^ 

I am on an advisory or policy-makmg board for an agency 37 



7% 



For parents who are not currently doing these activities, 30%-40'7c would want to 
do them. Less than half the parents are currently particip .hng in program planning 
meetings about their child. 
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Geographic Differences 



Ethnic Differences 



A greater number of parents from Maricopa county coordinate their child s 
services than expected when compared to parents from Pima county and rural counties. 
Seventy-four percent (7470 of the parents from Maricopa county reported coordinating 
their child's services, while only 63% of rural parents reported doing that activity. 

Although only 387c of the entire sample reported attending program planning 
meetings about their child, fewer Maricopa county parents attend such meetings about 
their child when compared to parents from Pima county and rural counties. 

Pima county parents are slightly less likely (p<.06) to transport their child to 
treatment than other parents. While 25% of Pima county parents are not transporting 
their children for treatment, only l57o of Maricopa county parents and 18% of rural 
county parents are not transporting their children to treatment. Parents from Maricopa 
county indicated that they would like to transport their child more often, while rural 
county parents indicated they would like to do this less often than expected when 
compared to the urban county parents. 

Of the parents who are not currently observing their child in therapy, Pima 
county parents were more likely to indicate that they would like to observe their 
child, while rural parents indicated their desire to observe their child's therapy less 
often than exi:>ected when compared to other parents. 

Although most parents are doing some of the therapy for their child, rural 
parents not currently involved in this activity were much less likely to indicate that 
they wanted to help w ith some of the therapy for their child when compared to urban 
parents. 



Although a majority of all parents reported that they help make decisions about 
their child's program, fewer parents of minority children, Hispanic and Native 
American, are engaged in tnis activity than expected when compared to White 
parents. 

Parents of minority children are also less likely to coordinate their child's 
services than Wh.ie parents. Less than half of Native American parents reported 
that they are engaged in this activity. 

Native American ard Hispanic parents are also significantly less likely to help 
give information and support to other parents when compared to White parents. Fifty 
per 2ni (50%) of Native American parents and 59% of Hispanic parents reported that 
they did this typj of activity, while 737c of White parents reported being engaged m 
helping other parents. Native American parents are also less likely to serve as a 
volunteer or aide in their child's program when compared to Hispanic and White 
parents, who reported begin engaged in this activity at very similar rates (36%) and 
33%, respectively). 
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Would Any of the Tollowing Help You to be More 
Involved in Meeting Your Child's Special Needs? 
[Parents could select all that apply] 

Item Number Percent 



Getting all the infonnation about 






9<^rVlLt^ lllCll die ClVClllClUIC 




/ D/O 


iidviiig more isiiuvviiiUKc on now ine sysieiii worKS 


/D 


Dl 70 


lidviii^ iiiorc iiiiiu 






vjduii^ dii iiic inioriiidiion diToui my 






child that the caseworker has 




A Act 


Easy access to my child's records 






Having people respect my observations 






and point of view 


177 


33% 


Having child care for my other children 


126 


24% 


Having enough time to talk with service providers 


21 


23% 


Having professionals use language that 






is easy to understand 


118 


22% 


Having fewer frustrations when I try to c' "^nge something 


116 


22% 


Having people help my family assess its own needs 


97 


18% 


Individual conferences or meetings with program staff 


99 


19% 


Having written follow-up after a planning meeting 


83 


16% 


Having more self confidence 


77 


14% 


Ha\ing people listen to m ''amily better 
Other; E>on't know/refused 


7A 


14% 


58 


11% 



Families provided an average of 4.7 responses each to the above question. The 
responses to this question were consistent with the kinds of information parents 
indicated they wanted in a previous section. That is, the majority of parents want 
more information about what services are available and more knowledge on how the 
system works. The parents feel that they could be more effective m meetmg their 
children's needs if they had this informadon. 

Few parents indicated that they wanted assistance; assessing their family needs 
or having people listen to other family members better. Issues related to the family a^ 
a whole did not emerge as a parental need. 

Less than 20% indicated that having individual conferences or meetmgs with 
program staff would be helpful, although only 38% are currently attending program 
planning meetings. 



Ethnic Differences 



Native American parents ranked the item Tiaving prufebsionals ubc language 
that is easy to understand' much higher than Hispanic and White parents. Native 
American parents also ranked the item 'having fewer frustrations when I tr> to change 
something' much lower than other parents. 

Parents were asked about their satisfaction with the professional they ha\e 
dealt with. The following responses were given. 
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What Have You Liked the Most About the Professionals 
You Have Dealt With? 
(Parents could select up to 3] 



Item 



They are caring and compassionate 
They are knowledgeable and skilled 
They listen to parents, want their input 
They are honest al>out my child's 

abilities and disabilities 
They take time with me and my child 
They focus on what my child can do, give me hope 
They treat my child carefully and are 

sensitive to his/her needs 
They play with my child 

They treat me like a team member, use my contrib 
They treat/respect me as a person first 
They include all family members 
Nothing; Other; Don't know/refused 



Number 


Percenf 




/O 


MIA 


/o 


172 


32% 


167 


31% 


164 


31% 


127 


24% 


131 


24% 


78 


15% 


1 62 


13% 


37 


7% 


24 


5% 


21 


4% 



What Have You Found Difficult or Frustrating in Dealing 
With Professionals? 
(Parents could select up to 3] 



Item 



Number 



They are too busy 
Don't know/refused 
Other 

They don't listen 

They lack knowledge/skill 

They don't treat me as a person first, 

respect me, they act superior 
They don't pay attention to all the things my child can do 
They focus too much on my child's limitations, 

don't allow me to have hope 
They are not caring and compassionate, 

don't acknowledge emotions 
Thev don't tell me the "bad" news 
They don't accept my contribution 
They don't include all my family members 
They don't understand my child or treat 

him/her carefully 
They are not realistic, don't acknowledge my 

child's limitations 



192 
102 
105 
92 
64 

62 
59 

55 

51 
50 
36 
26 

25 

21 



Percent 



36% 
19% 
20% 
17% 
12% 

12% 
11% 

10% 

10% 



5% 
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Geographic Differences 



Ethnic Differences 



The n\a)ority of the parents agree that the professionals they have interacted 
with are canng and compassionate. There was less consensus, however, on the rest of 
the items. 

Only 1/3 of the parents felt that the professionals were knowledgeable and 
skilled. About 1/3 of the parents felt that the professionals listened to them or 
wanted their input. Less than 1/3 felt that the professionals were honest with them 
about their child's abilities and disabilities, or took time with them. Less than 1/4 
reported that the professionals focused on the positive things their child could do or 
treated the child carefully. 

While parents were given the opportunity to select up to 3 items for their 
response to the above questions, they selected less than an average of 2 items from the 
question asking them what they have found difficult or frustrating in dealing with 
professionals. 

There was no majonty response by the parents agreeing on the items related to 
their frustrations in dealing with professionals. The item receiving the most consensus 
(36%) among the parents was related to the professionals being too busy. If 
professionals are conveying the message that they are too busy, that message may 
result in the feeling by parents that professionals don't listen to them. 

The parent responses also suggest that although few professionals include all 
members of the family in the interactions, this has not caused much frustration for the 
parents. 

A large number of parents (almost 40%) indicated that they don't know what has 
been frustrating in dealing with professionals, refused to answer, or indicated that 
some other reasons than those listed had caused them frustration and difficulties. 

Parents from Pima county ranked the item they treat my child carefull> and are 
sensitive to his/her needs' much higher than parents from Maricopa and rural 
counties. 

Pima county parents also selected the item 'they focus too much on my child's 
limitations, don't allow me to have hope' more often then Maricopa and rural county 
parents. 

Parents from rural counties selected the item 'they don't treat me as a person first, 
respect me, they act superior' less often than urban county parents. 

Native Amencan parents selected the item 'they focus on what my child can do, 
give me hope' more often than White or Hispanic parents. Native American parents 
selected less often 'they listen to parents, want their input' as an item they liked mobt 
about professionals when compared to White and Hispanic parents. No Native 
American parent selected the item 'they include all family members' as a 
characteristic they liked most about professionals. 

On the other hand. Native American parents selected the item 'they don't 
include all my family members' more often than parents from the other two groups. 

White parents selected the item 'they don't listen' more often than Hispanic or 
Native American parents when identifying what they have found difficult or 
frustrating about dealing with professionals. 
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How Many Hours Do You Spend Traveling Each Month to 
Get Your Child's Needs Met? 




Rural counties Pima countyMariccp i county 



The average amount of time spent by the parents traveling to secure services for 
their children was 7.6 hours per week. One-fourth of the parents travel less than 1 
hour eich month. As the bar graph illustrates, rural parents travel slightly more than 
parents from the urban counties, but not significantly so. 



Have You Had a Meeting, With an Agency, and Signed 
Some Papers Which List Your Child's Goals and the 
Services He/She Is Supposed to Receive (Like an lEP, IFF, or 

an IFSF)? 

4% 




37% 



□ Yes 

□ No 

O Don't know/refused 



Most of the parents have not participated in a program plannmg meeting that 
resulted in a document explaining their child's goals and services. 
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Geographic Differences 



Ethnic Differences 



Parents from Mancopa county were much more likely to report that they had not 
participated in a meeting about their child's goals and services, while parents from 
Pima county were much more likely to have attended such a meeting. 

Native Amencan parents were much less likely than White or Hispanic parents 
to have participated in a meeting about their child's goals and services. 



Does Your Child Have One Person Who Coordinates the 
Services He/She Gets? 



45% 




52% 



□ Yes 

□ No 

□ Don't know/refused 



e 

1 

o 

u 

o 
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Who is it? a 
(Parents could select one) 



Self 

Case manager 
Doctor 
Other 
Teacher ^ 
Public health nurse 
Physical/occupational therapist 
Other family members 




0 10 20 30 40 50 60 70 80 90 100 
Percent Selected 



3 Responses representing less than 2% of the sample are not included. 



ERIC 



51 



CO 

8 

e 
•H 

O 
O 

U 

2 
o 

o 

I 



W?io Do You Think Should Coordinate Services Or Be 
Responsible For Making Sure Your Child Has All the 
Services He/She Needs? ^ 
(Parents could select one] 



Case manager 
Self 
Doctor 
Social worker 
Public health nurse 
Don't know/refused 
Home visitor 
Other 




ri3 



-mi 



////////// 

0 10 20 30 40 50 60 70 80 90 100 



Percent Selece ted 



^ Responses representing less than 2% of the sample are not included. 



Geographic Differences 



Ethnic Differences 
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When coordmat?on of services occurs, it is usually done by the parents themselves 
or a case manager (wI,o is most likely to be paid by the Division of Developmental 
Disabilities or AHCCCS). 

Most parents agree that either they or the case manager should be responsible for 
coordinating services. 

Other individuals that were selected less than 5% of the time as the person who 
should coordinate services included, other family member, friend, another parent, 
traditional/spiritual healer, home visitor, teacher, speech therapist, 
physical/occupational therapist, and other. 

Rural parents were more likely to report that the case manager should be 
someone other than themselves or a case manager, when their responses were 
compared to those of uiban county parents. The responses, however, were distributed 
across the other categories such that no single person was identified, 

Pima county parents selected the case manager as the person who should be 
responsible for coordinating services more often than expected when compared to the 
other two regions. 

Native American parents reported more often than White and Hispanic parents 
that their child does not have one person who coordinates the services he/she gets. 
Over half of White (52%) and Hispanic (57%) parents reported a case service 
coordinator for their child compared to 40% of Native American parents. No Native 
American parent reported themselves as their child's service coordinator. 

More than twice as many parents (13%) in the Native American sample selected 
public health nurses as the individuals who should coordinate the child's services 
when compared to White or Hispanic parents. 

52 



White parents selected the case manager ^s the person who should do the service 
coordination more often than expected when compared to the minority parents. 
Mmonty parents were more likely to select someone other than the case manager. 



Summary The parents reported a high degree of involvement in their children's services 

Perhaps most important is the fact that 89% of the parents indicated that they 
participate in the decision-making activities related to their children's services, 
while an additional 6% would like to. 

The majority of parents are involved in a variety of activities as it relates to 
their child's special needs. They transport their children to services, do some of the 
therapy for their child, advocate for their child, help other parents, coordinate their 
child's services, and observe their child during therapy. 

Although most parents are transporting their child to services, the majority 
(63%) also indicated they did not want or need transportation services. Parents 
reported that they are spending approximately 7-9 hours per month transporting their 
child to services. 

Only 30% of the sample of parents are getting assistance from agency 
professionals with coordinating their child's services. Most parents indicated thc> do 
not need this service. 

Interestingly, the items parents selected most often as something that would help 
them be more involved with meeting their child's special needs was 'getting all the 
information about services that are available' and 'having more knowledge on how 
the system works.' 

The selection of these two items by the majority of parents as the activity that 
would help them the most to meet their child's needs is consistent with the findings 
related to the parents' information needs in an earlier section. 

That IS, parents are reporting very consistently that they feel they do not have 
all the information they need to help their child. Meeting parents' basic information 
needs is in contrast to the kinds of activities the parents selected much less frequentl) 
as activities that would help them, such as having help with child care, having 
f>eople help the family assess its own needs, and individual conferences or meetings 
with program staff. 

Only 14% of the parents selected the item Tiaving more self confidence' as an 
activity that would help them as parents. It appears that the parents already have a 
high degree of self confidence in their abilities as parents. They view themselves as 
decision-makers and as the responsible parties in terms of meeting their child's 
special needs. 

Supporting evidence for this characterization of the majority of parents comes 
from an earlier section in this report asking parents about their informational needi». 
When asked what kinds of information they would like about being a parent, they 
reported simply that they would like 'being a better parent in general.' 

Although only 38% of the parents reported that they have attended a meeting 
with an agency and signed some papers that describe their child's goals and serviceb, 
only 19% of the parents selected individual conferences or meetings with program btaff 
as a useful activity in helping them be more involved in meeting their child's special 
needs. 
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Certainly, Individualized Fan\ily Service Plans and the conduct of meetings to 
develop the child's plan is identified in Public Law 99-457 as n\andatory for a child to 
receive services. He wever, professionals involved in planning meetings with parents 
may need to focus more on providing parents with information about the types of 
services available aaoss the interagency service network, and inform the parents on 
how to access these sei-vices. 

This appears to be the most valuable information for parents and it is 
information that they are not currently receiving from the service providing 
community. 

It is also important to recognize that there is a small percentage of families for 
whom family needs assessment and family involvement may be important. It may bt 
the case that most parents appear not to want or need their family members to be 
involved m ♦h' cauy intervention process at the point where the parents interface 
with the professionals and service providing community. 

The majority of parents felt that the professionals serving their children were 
canng and compa:.5ionate. Only a third of the parents felt that the professionals were 
knowledgeable and skilled, listened to parents and wanted their input, were honest 
about their childrens' abilities and disabilities, and took time with them. 

The professional characteristic parents found most frustrating was that the 
people are too busy 

This characterization of the professionals who have worked with the parents 
suggests that parents do not have a lot of confidence in the professionals' abilities as it 
relates to determining what their child's special needs are. 

Rather, the parents appear to be fairly independent and self-sufficient when it 
comes to helping their child. They are confident in their parenting abilities and in 
their ability to insure that their children receive the services that have been 
identified for them. 

In other words, parents who have young children with special needs view 
themselves as parents first and foremost. They appear to assume *he responsibility fur 
parenting their child as they would any of their children. They St^em to convey the 
fact that if they are armed with the right information, they will assume the 
responsibility to seek and secure the services they feel their child needs. 

It may be that when parents are empowered with relevant information about 
their child and the kinds of services available, that they will perform as competent 
parents and make decisions for their child as the needs arise. 

This generalized picture, however, should not blur t'iC fact that there exists a 
small group of parents perhaps 20-257c, who could benefit from a greater level of 
professional involvement, in decision-making as well as with other family members. 
Approximately 20% of the parents indicated that they would like help assessing 
their family needs, and 14% felt that they could benefit from more self confidence and 
having people listen to their family better. Four percent (4%) of the parents indii.dted 
that they did not want to make the decisions about their child's program. 

Although parents from different geographic areas of the state and from different 
ethnic groups were more alike than different, there were several issues characterizing 
differences that are worth summarizing. 
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Pima county parents appear to have a slightly higher level of involvement in 
activities related to their child's special needs. They reported having attended 
planning meetings with an agency to develop their child'5 goals and the service plan 
at a rate higher than other parents. 

Of parents currently not observing their child during therapy, more Pima county 
parents indicated that is something they would like to do. They were more likelv to 
identify professionals as being careful with their child and 1 ?nsitive to his/her needs. 

The Pima county parents were also more likely to report receiving a home visitor 
service. That perhaps explains why Pima county parents are less likely to report that 
they are transporting their child to services. 

Slightly fewer Maricopa county parents, however, seem to have formal contact 
with professionals. More parents from Maricopa county reported that they are 
coordinating their child's services. They also are attending program planning 
meetings at a rate lower than parents from Pima or . aral counties. More Maricopa 
county parents indicated that they would like to transport the child more, perhaps in 
order to secure more services, 

fewer rural parents wanted to inaease their level of involvement than urban 
parents when it came to certain kinds of activities. 

Rural parents were less likely to indicate that they wanted to transport their 
child more, they currently have the highest amount of travel time each month (9 
hours). Fewer rural parents indicated that they wanted to observe their child in 
therapy or help with therapy. They were more likely to select a case manager othc. 
than themselves as the person who should coordinate services. 

In terms of ethnic differences. Native American and Hispanic parents showed 
lower participation rates related to certain activities when compared to White 
parents. 

Fewer Native American and Hispanic parents reported themselves as engaged in 
decision-making, service coordination, helping other parents, and volunteering. 

No Native Amencan parent indicated themselves as coordinating services for 
their child. The Native American children were also less likely to have one person 
coordinating services for them. Fewer Native American parents have attended an 
agency meeting related to their child's goals and services. 

Native American parents were much more likely to indicate that having 
professionals use language that is easy to understand would be helpful to them. 

White parents were more likely to feel that professionals don't listen to them. 

It appears that professionals need to identify strategies for engaging minority 
parents In the process of serving their children and assess the needs of minority 
parents as it relates to parent involvement. It would also be important to identify 
child outcomes as they are affected by the level of parent participation in the 
delivery of the child's services. 




Professionals serving young children should attempt to develop interactions with 
parents that emphasize parents' identification of their child's needs, with the 
proiessionals' role shifting to the assumption of more responsibility for informing 
parents on how and where they can get their child's needs met 
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EMOTIONAL 
SUPPORT NEEDS 



Parents were asked a number of questions about the emotional support that the) 
as a parent are receiving and need, such as helping them feel better, giving them 
courage, having someone who cares about them. The follov/ing responses were made 



Which of These Describes Your Feelings the Best? 
(Parents could select onel 



24% 




My child'i: needs bring: 

□ Very little stress 

S Some stress 

@ Alot of stress 

O Don't know/refused 



Less than 1/3 of the parents indicated that their child's needs bring very little 
stress. Almost 1/4 of the parents reported that their child's needs bring a lot of stress. 
Almost half of the parents felt that their child's needs bring some stress. 



If You V/ere Feeling Low jr Wanted to Talk Over a 
Problem, How Easy Would It Be to Find Someone to Talk 

With? 




58% 



□ Several people give me support 
M At least one caring person 

□ Veiy hard to find someone 

□ Don't know/refused 
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How Satisfied Are You With the Emotional Support You 

Receive? 



15% 




44% 



□ I am really pleased 

□ Okay for now; pretty good 
M I would like some changes 

@ Wish things were very different 

M Don't know/refused 



29% 



Most parents have at least one caring person they can go to for emotional support. 
However, there is still 15% of the parenis who reported that it is very difficult to 
find someone to talk with. 

Most parents are satisfied with the emotional sup^rt they are receiving, but 1/4 
of the parents indicated that they would like some change or wish things were very 
different. 



Who Gives You the Most Emotional Support? 
(Parents could select all that apply) 



•a 

o 

^ SpouseA)oyfriend/girlfnend 
^ FoSiily members 

Close friends 
God/spiritual belief 
Professional care providers 
Other parents 
Church members/pastor 



t * ' ' > ' ^ * * ^ ^ '"Vfe^ 



o 
a 

to 

H 
c 
o 




"mm 
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Only items representing 20% or more of the parental responses arc shown. 
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Which Professional People Have Given You the Most 
Emotional Support? 
IParents could select all that appiy] 



I 

(A 

I 

a. 

fi 
O 

o 



Doctors 
Nurses 
Other parents 
Physical therapists 
Home visitors 
Other 

Occupational therapists 
Case managers 




30 40 50 60 70 
Percent Selected 



90 100 



Most parents reported that their spouses, family and relatives give them xuk. 
most emotional support. Over a third of the parents indicated that their spiritual 
beliefs provide them with emotional support. Parent support groups were selected b> 
10% or less of the sample. Only 2% of the sample indicated that they had no one to 
give them emotional support. 

The majonly of parents also selected doctors as the professional gioup proM'din^; 
them with emotional support. No other professional group was selected by a majoritv 
of the parents. Nurses and other parents were selected by at least 1/4 of the group of 
parents. Most professionals were not viewed as providing emotional support, although 
parents characterized professionals in general as caring and compassionate. 

Other professionals, such as speech therapist, center teacher, counselors, 
psychologists, teacher aides, and bus drivers, were infrequently selected (less than 
107c) as people who provide emotional support. With tne exception of the speech 
therapist (36% of the families are receiving speech therapy) this is due in part to th^ 
fact that the young children in this sample are not encountering many of these 
professionals at a high frequency yet. 

It IS interesting to note that 5% of the sample have obtained emotional support 
from traditional/spintual healers. In addition, despite the long list of individuals 
from which the parents could choose, 15% of the sample indicated that there were 
professionals other than those listed who provided emotional support to them. 

What would make your life better for you? 

Since improving services to their child is not the only way to make life better for 
parents, they were asked to identify other changes that would help relieve stress and 
help them cope with their responsibilities. Four categories were identified, (a) help 
with your child, (b) help with household chores, (c) help with finances, and (d) mw^ 
personal suppot't. The following responses were given. 
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Help With Your Child 

[Parents could select one item) 



X 
"3 



U 



Babysitting 
Getting needed services earlier 
Family members helping more 
I don't need help w/my child 
Care of my child or me when ill 
None of these 
Advice on raising children 



^umm 
"rnmmm 




mmwm 



7^ 
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Other items that v^^ere selected by less than 5% of the parents were 'help with 
feedmg or bathing my child', 'don't knov^^/refused', 'toys', 'other', and legal advice'. 



Help With Household Chores 

(Parents could select one item] 



X 

s 

CI 

CO 

O 

X 



W/ housekeeping/shopping/meals 
! don't need help w/chores 
None of the above 
Help w/transportation 
Help w/home/car m^^intainence 




0 10 20 30 40 50 60 70 80 90 100 
Percent Selected 



Three additional items v/ere selected by less than 1% of the groups, 'help with 
moving', 'other don't know/refused'. 

It is important to note that 22% of the sample indicated that they did not need 
help with household chores. Another 16% indicated none of the above items. 
Anecdotal comments by some of the parents suggested that this is an area of 
responsibility that all parents have, regardless of the special needs of their child, 
and there was not an expectation that other people would play a role in relievmg 
stress related to these responsibilities. 
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Other items selected by less than 10% of the sample included help with home or 
car maintenance or repair, help with moving, and help with transportation. Although 
transportation is currently j^iovided to less than 15% of the families, there was not a 
strong indication that transportation assistance would help reliev ^ stress and help 
them cope with their responsibilities better. 



Help With Finances 

(Parents could select one item) 



Helppa)dng bills 



-jj I don't need help w/finances 

'I None of the above 

I Help finding a better job 

^ Help finding a job 
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Less than 5% of the parents selected the items 'other' and 'don't know/refused'. 

Almost half of the parents indicated that their life w^ould be belter if they had 
help paying the bills. How^ever, it is again significant to notice that 20% said they 
did not need help and another 16% indicated none of the items. 

More Personal Support There was only one item that more than 25% of the 
sample chose as an indicator of a way to help make their life better and relieve stresb. 
Thirty-four percent (34%) of the parents indicated that "more time for myself or 
ourselves" w^ould help make life better. 

The remaining iten\s on the list were selected infrequently. The other items 
consisted of the following, help with personal problems, help with marital problems, 
friendship/more time with friends, counseling, more recreation and fitness, more time 
for spiritual/church activities, help dealing with feelings about the handicap, and 
better family relationships. 

Fifteen percent (15%) of the parents indicated that either they didn't need more 
personal support or none of the above items applied to them. 

It appears that most parents are satisfied with their family lives and their 
ability to deal with everyday stress and responsibilities, and that they do not have 
an expectation that anyone else would assume responsibilities for these tasks. 
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What Kind of Contact, If Any, Do You Have With Other 
Parents of Children with Special Needs? 
[Parents could select all that apply) 



ia 

O 



O 

U 



Chance meidngs 
None 
Close friend 
Organized group 
Other 

Visits from parent volunteers 
Don't want any contact 
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Would You Be Interested in Attending a Parent Support 

Group? 



33% 




61% 



□ Yes 

□ No 

O Don't know/refused 



Although almost 300 parents indicated that they would like to attend a parent 
support group, only 24% (N=:126) reported that they had ever attended such a 
meeting. Of those who have attended parent support meetings, most (62%) do not 
attend at least once a month. 

Only half of those attending (55%) indicated that they liked the meetings a lot, 
while most of the rest of the parents (40%) said the meetings were "oka/'. Only 4% ui 
those who have attended parent supfx)rt meetings said they did not enjoy them. 

Half of the parents who have attended parent support groups indicated that 
they had stopped going for the following reasons. 
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Why Parents Stop Attending Parent Support Groups 
(Parents could select all that apply] 



Ethnic Differences 



Summary 
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I 
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Not scheduled conveniently 
Other reasons 
Too far away/transport problem 
Didn't reed any more 
No dulil care 
Meetings ended 
Too painful 
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There was no dear consensus on the part of parents regarding the reasons why 
they had stopped attending parent support groups. This is apparently a highly 
individual matter, and as one might anticipate, there are many diverse reasons why 
parents do or do not attend parent support meetings. 

Although the largest percentage of parents from each of the 3 major ethnic groups 
reported that they had several caring people they could go to for emotional support, 
some group differences were found. 

Native American parents were significantly less likely to indicate that they 
had several caring people to go to when compared to Hispanic or White parents. 

Hispanic parents were nr.uch less likely to indicate that they were 'really 
pleased' with the emotional support they receive. White parents, on the other hand, 
selected this item much more frequently than expected when compared to the other 
two ethnic groups. 

Native American parents were much more likely to report that their child's 
needs bring very little stress than Hispanic or White parents. 

Most parents reported that they experience some stress because of their child 
with special needs. Most parents, however, reported that they are receiving 
emotional support from their informal networks and are satisfied with the level of 
support they receive. They are most likely to receive support from their spouses and 
other family members. Doctors were identified as the professionals who have 
provided most parents with emotional support. 

About 1/4 of the parents, however, indicated that they experience a lot of stress 
because of their child's special needs. Approximately 20% to 25% of the parents 
reported needing some changes in their lives as it relates to the emotional support 
they are receiving. 

In order to try to characterize the types of families in which parents were 
reporting a lot of stress because of their child's Sfxxnal needs, analyses were run on 
several variables to determine the reldtionship between parental stress and other key 
variables. 
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The vanables that were analyzed in relationship to the parents' degree of strcbb 
were. (1) the number of problems the parents reported the children as having, (2) the 
number of adults in the home, (3) the level of family income, (4) the amount of extra 
money the family had spent because of the child's special needs, (5) the ease with 
which the parent could find emotional support, and (6) ethnicity. 

Three vanables emerged as clearly related to the degree of stress reported by the 
parents. First, the more developmental and medically-related problems the parents 
reported the child as having, the more likely the parent reported that their child's 
special needs bring a lot of stress. 

That is, parents with a lot of stress have children who have almost 3 times as 
many problems as children in families where parents report some or very little stress. 

Secondly, families who reported spending no money out-of-pocket for their 
child's special needs were much more likely to report that their child's special needs 
bring very little stress. 

Thirdly, parents who reported that it is very hard to find someone to talk with 
for emotional support were significantly more likely to report that their child's 
special needs bring a lot of stress. 

The other 3 variables were not significantly related to the degree of stress 
expenenced by the families. This information is important because it may assist 
professionals m determining the cntical issues to consider when assessing family needb 
and providing family support services for them. 

The first two variables suggest that the more severe and complicated the child's 
problems are, the more parents will experience increased stress. The third variable 
reinforces the importance of intact informal support networks for families with 
children who have special needs, and the increased stress parents may experience 
without satisfactory emotional support. 

There was a great deal of diversity in the parent responses when asked what 
kinds of changes in their lives would make life better for them. Parents gave the 
impression that regardless of their child's special needs, they did not have the 
t <.pectation that other people should assume responsibility for areas of their lives 
that are not unique to them as a parent of a child with special needs, such as home or 
car maintenance, help with care of their child or themselves when they are ill, help 
finding a job, counseling, or more recreation and fitness time. 

The items that received the most consensus, although by less than half of the 
group were 'help paying bills' and 'help with housekeeping/shopping/ food 
preparation'. 

Most parents have very little contact with other parents of children with special 
needs. Often times the contact is through chance meetings, like at the place where 
services are provided. 

The majority of parents, however, indicated that they would be interested in 
attending a parent support group. Less than 1/4 of the parents have ever attended such 
a meeting. 
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FINANCIAL 
ISSUES 



Parents were asked a senes of questions related to theii employment, financial 
situation and the expenses they mcur reLted to the special needs of their children 
The following responses were obtained. 



How Much Did Your Child's Special Needs Cost You In the 
Last Year (money out of your own pocket)? 



C 



$0 

$l-$500 
$501-$1,000 
$l^l-$2^ 
$2^1-$5,000 
$5,001-$10,000 
$10^1-$50,000 
$50,001-5600,000 





2? 



1 



//////// 
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Over 1/4 of the families reported spending $1,000 to $5,000 annually for their 
child's special needs. Forty-two (42) fanuiies spent $10,000 or more in one year on 
their child's special needs. Eighteen families from Maricopa county reported spending 
$25,(XX) or more in the last year for the special needs of their child. The average 
annual expenses for a child's special needs was $7,870. 



Are You Or Your Spouse (boyfriend/girlfriend) Currently 

Employed? 
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Of those families who reported that they have at least one parent en^ployed, 
60% have two wage earners. If one of these 15 the mother, this suggests that at least 
52% of the mothers in the entire sample are employed. 



What Are Some Different Ways Your Family Gets Money 
or Tnings to Live on? 
(Parents could select all that apply) 



Employment check 
SSI 

Money from relatives/friends 
Food stamps 
Savings and investments 
AFDC/other welfare payments 

Other 

Rent from property 
Social Security 
Disability insurance 
Unemployment insurance 




80 90 100 
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□early, the single most common source of income is from employment. Less than 
20% of the families are receiving other kinds of financial support. 



When You (or your spouse) Want to Get Time Off or 
Change Your Work Schedule to Do Something for Your 
Child, Is It Possible? 
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Do You Think You (and/or your spouse) Would Be Earning 
More Income If Your Child Did Not Have Special Needs? 



3% 




□ Yes 
M No 

O Don^t know/refused 



About 1/3 of the parents felt that their earning power has been inhibited because 
of their child with special needs. When asked what prevented them from earning 
more, the following res}X)nses were given. 



Reasons For Not Earning More Income 

[Parents could select all that apply) 
(N=1831 



Item Number Percent 



I quit my job to care for child 


84 


46% 


Qiild care is available, but too expensive 


67 


37% 


I don't have tinr\e to go to school or job training 


56 


31% 


No one available is skilled enough to care for my child 


46 


25% 


I am unemployed because I need to transport 






child to services 


44 


24% 


I am too tired to work, or to work more 


43 


24% 


I take time off to care for my child and it gives me less pay 


39 


21% 


I quit or slowed down my job training to care for my child 


38 


21% 


Insurance benefits would decrease 


34 


19% 


I take time off work to care for my child, and it keeps 






me from getting promotions 


31 


17% 


Other 


27 


15% 


I do not want to work 


18 


1% 


Don't know/refused 


1 


0% 



Of the 183 parents who felt they were earning less income, almost half (46%) 
were earning less because at least one parent quit their job to care for the child full 
lime. The need to quit their jobs may be due in part to the fact that half the sample 
reported that it is sometimes very difficult to arrange their work schedule for their 
child. This is coupled with the fact that child care may be available, but too 
expensive for the family. One-fourth (257o) of the families felt that their child's 
needs required special care, and that no one w^as available who could provide it for 
them. 
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Almost 1/3 of the parents felt that their child's special needs had prevented 
them from pursuing additional job training in order to earn a higher income. 
Approximately 25% of the parents indicated that their tune was used to transport 
their child to services or that they were too tired to work. 

A smaller percentage or parents mdicateJ that the care of their child interfered 
with their job in such a way !^at it resulted in reduced income. Only 17c of the parentb 
indicated that they did not wunt to work. 



Have You Or Your Spouse Ever Had To Do Any of the 
Following Because of Your Child's Special Needs? 
(Parents responded to each item) 



B 
S 



Decrease or cut back on work 
Pay extra costs for child care 

Quit yoia* job ^ 
Modify your home 
Move 




////////// 
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Parental responses to the question related to changes in the family circumstances 
as a result of their child's special needs confirm that almost half of the families have 
had to decrease or cut back on the amount of work they were doing. Air. .ost 1 /4 of the 
families indicated that they must pay extra costs for child care. Few families have 
modified their homes or moved because of their child's special needs. 



Have You Ever Found That Your Income Is loo High for 
You to Receive Free Services Or Benefits? 



30% 




68% □ Yes 
O No 

O Don't know/refused 



76 
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Do The Costs Still Cause Problems With Money for You? 



2% 




□ Yes 

□ No 

□ Don't know/^sfused 



Have You Had Trouble Knowing Whether You Could Get 
Help Paying for Services and the Things Your Family 

Needs? 




The parental responses are fairly consistent in indicating that almost one-third 
of the families in the sample qualify for some type of state-supported service or 
benefit, with medical assistance under AHCCCS representing the service available to 
most of this group. 

However, of those families who have not qualified for state-supported services 
(N=364), more than 2/3 feel that they have experienced problems with their 
financial situation, and are uncertain whether or not they could receive help paying 
for their child's services and other things the family needs. 



7[; 

69 



Do You Have Private Insurance Which Piys for Some of 
Your Child's Services/ Costs? 
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Does Private Insurance Pay for All Therapy Expenses After 
the Required Deductible? 



5% 



48% 




□ Yes 

□ No 

M Don't know/refused 



Does the Insurance Company Put Limits on How Often You 
Can G jomc Services, or for How Many Months You Can 

Get Them? 



14% 




□ Yes 

□ No 

□ Don't know/refused 
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Are There Other Services That Are Not Paid for At All? 
8% 



50% 




□ Yes 
O No 

@ Don't Know/refused 



Which Services Are These? 
(Parents could select all that apply) 
N=135 



Item 



Special food or dietary supplements 

Special equipment or supplie^i 

Speech or language therapy 

Home visitor 

Occupational therapy 

Parent or family education 

Specialized transportation 

Counseling 

Genetic Counseling 

Behavioral therapy 

Vision/hearing training or screenings 

Physical therapy 

Medical tests or lab fees 

Nursing care in the home 

Traditional/religious ceremonies 

Medical diagnosis, 2nd opinion 

MediCttt-nn 

Other 

Medical specialists 
Don't know/refused 
Hospitalization 
Surgery 



nber 


Percenl 


53 


39% 


52 


39% 


45 


33% 


40 


30% 


37 


27% 


37 


27% 


33 


247, 


31 


23% 


31 
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30 


22% 


29 


22% 


25 


19% 


25 


19% 


24 


18% 


20 


15% 


20 


15% 


19 


14% 


13 


10% 


13 


10% 


6 


4% 


4 


3% 
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Geographic Differences 



Fa*iiily Income 
Differences 



Approximately 2/3 of the sample have some kind of insurance which pays for 
some of their child's services/costs. Almost 2/3 of those familii^s with msurance 
indicated that the insurance does not pay for any of the therapy costs. Of those 
families whose private insurance coverage includes therapy, almost half do not 
rrceive full pa>Tnent for the child's therapies after meeting a required deductible. 

Almost half of the insurance policies have limits placed upon them m regard to 
the frequency or duration of the benefit. 

Almost half (42%) of the insured parents indicated that the insurance company 
does not pay for certain services at all. These results parallel the findings reported 
earlier regarding who pays for services the child has/is receiving. 

Insurance companies are most likely to pay for medical services such as medical 
tests, diagnoses, medication, medical specialists, hospitalizations, and surgery. 

They are less likely to support the costs of specialized diets, equipment and 
supplies, rehabilitative therapies, education, counseling, and transportation. 

There were 18 cases in which the families reported spending il^OOO or more in 
the last year prior to the interview for the special needs of their child. All of these 
families resided in Maricopa county. 

Maricopa families were also slightly (p<.Of) more likely to decrease the amount 
of their work because of their child's special needs than lamilies in the other two 
geographic areas. 

Pima county families (18%) reported modifying their homes for their child more 
often than expected when compared to families in Maricopa county (10%) and rural 
areas (10%). 

Parents of families who are AHCCCS recipients or with incomes less than 
$10,000 were mora likely to be unemployed than parents of higher mcome groups. 
Thirty-two percent (32%) of the parents from AHCCC:S-recipient families were 
unemployed, v/hile 27% of parents from families with incomes Ir^s than $10,000 were 
unemployed. Ninety-nine percent (99%) of the families with incoi-<es greater than 
$20,000 had at least one parent employed.Tbere were significant differences in the 
total ani.jal 'out-of-pocket' co*?ts for their children with special needs when 
comparing families of different income categories. 

Based on the findings from previous sections, it is not surprising that families 
who are AHCCCS recipients were more likely to report thai they had no out-of- 
pocket exp>enses related to their child's special needs when compared to the other 
income groups. The previous section on service usage reported that AHCCCS recipients 
were much more likely to have their child's services paid for (supported by the 
AHCCCS program). 

In terms of out-of-pocket expenditures in the range of $10G-$10,000, families w ith 
incomes greater than $20,000 were much more likely to spend more than $1,000 for 
their children than families from the lower income categories. 
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Conversely, families with incomes between $10,000-$1 9,999 uere significant!) 
more likely to spend less than S1,000 annually for their child's special needs when 
compared to the other income categories. 

Half of the families with incomes less than $10,000 (who were non-AHCCCS 
recipients) reported spending $100 or less for their child's special needs. 

Sixty percent (60%) of the families receiving AHCCCS reported that their 
income is too high to receive other free services or benefits. 

Almost 3/4 of the families with incomes less than $20,000, including those in the 
category representing an income of less than $10,000, reported that their incomes were 
too high to receive free services or benefits. This may represent a lack of knowledge of 
the income requirements for vanous state-supported progr.ims, a lack of success with 
the agenaes in secunng eligibility, or the desire not to be recipients of state-supported 
programs. 

Not surpnsingly, most families with incomes over $20,000 reported that they 
were ineligible to receive free services or benefits. Also, families in the higher income 
category were significantly more likely to have private insurance when coir.parcd to 
families in the other income categories. 

Fewer families with incomes of less than S10,000 had private insurance than 
statistically expected when compared to families in the other income categories. 
However, this is not surprsmg, since 27% of the parents in this group are unemployed 
What is surpnsing, however, is that in spite of the fact that 3/4 of this income group 
are employed, only 1/4 of the families reported having private insurance which pays 
for some of their child's services/ costs. 

Employment and the ability to earn an income for their families play an 
important rcle for parents of children with special needs. 

Employment is the primary source of income for the families, with 86% of the 
famihes reporting at least one parent as employed. The rate of unemployment for the 
parents in the sample (14%) is higher than the State average for all adults. 

Families where hoiu parents are unemployed are most likely to be families who 
are AHCCCS recipients or families with incomes less than $10,000. 

A subj.tantial percentage of parents (34%) felt that they would be earning mo:e if 
their child did not have special needs. Parents reported several barriers to 
employn^^nt and higher incomes. 

The income of many fjmilies was reduced because almost half of them quit their 
jobs, or cut back on the amount of work they were doing in order to care for their child. 

Many parents reported that rhi'd care is too expensive or that there is no one 
available who has the special skills required to ^arc for their child. 

Many parents reported that *hey don't have time to go to school or secure job 
training and that that prevents them from earning more income. Some of the parents 
are unemployed so that they can transport their child to services. 
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Only 1% of the parents who reported that they would be earning n\ore incon\e if 
their child did not have special needs indicated that they did not want to work. 

These findings have inaeased significance when considered in light of the fact 
that (1) most of the services currently being received by the o.* dren ana families is 
being paid for either by the families themselves oi by private insurance, and (2) there 
IS a direct relationship between family Income and the amount of money spent by the 
families on the child and his/her special needs. 

Almost 40% of the families do not have private insurance. Regretfully, although 
3/4 of the families with incomes less than $10,000 have at least one working parent, 
only 1/4 of these families have private insurance. These families, often referred to as 
the working poor, are working for very low wages and without the benefit of private 
insurance. 

Parents horn the families in this income category also report that they have 
often found their income to be too high to receive free sf'^ices or benefits. Children 
from families in this income category are the most at risk for ben.g unserved. Indeed, 
that may be why they could not be readily identified for indusicri in this sample and 
are underrepresented as an income group. 

Even for families who have private insurance, most policies are not covering the 
cost of rehabilitative therapy, educational and family support services. 

As reported in a previous section, most of the families are not receiving 
rehabilitative therapies, educational, or family support services for their child or 
family. Fortunately, 33% of the families are recipients of AHCCCS, a program that is 
providing significant support for the medical needs of this group of children. 

Policy-makers and the agencies involved in attempting to establish a statewide 
system of early intervention services for families and children with special needs 
should recognize the barriers to employment and higher income experienced by many 
of the families and develop solutions to reduce the unemployment rate amongst these 
families and advocate to improve the wages and insurance options for the working 
poor. 

It is the impression of the authors of this study that most families prefer to solve 
theu own problems and be given the option to perform as a parent of a child-they do 
not perceive theanselves as parents of a 'developmentally delayed' child. 

Given the current status of the service delivery system for this group of children 
and families, it would be to the benefit of the State to (1) remove as many barriers to 
employment as possible in order to improve family income, and (2) improve the 
pnvate insurance options for children with special needs. These two solutions will 
create greater independence on the part of the parents to solve their own problems and 
allow them to function more normally as a family. 
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APPENDIX 



A Description of the Project Design, Sample, Methodology, and Analysis 

Design 

The study consisiud ot a nee»^s assessment survey research project, which gathered descnptive data through 
tdce-tu-tdce interviews. Comparative analyses were conducted on selected vanables by predetermined groups. 

Sample 

A samphng strategy was designed to result m the mclusion of all families with children 3 years of age or 
younger who are developmentally delayed or at nsk of becoming handicapped, and currently served by the 
Arizona service delivery system. 

Seven key Aruona agencies/organizations were identified to solicit parent parti^-Ipation through a letter 
submitted to all parents on the agency caseloads with children bom after January 1, 1985. The agencies 
partiapating were. Department of Health Services, Office of Maternal and Child Health and Children's 
Rcnabiiitative Services, Department of Economic Secunty, Division of Developmental Disabilities, Depart*T. ..t 
of Education, Child Evaluation Centers, and Arizona State School for the Deaf and Blind. 

Approximately 10,000 letters were mailed requesting parents participation in the study. The response i^ic 
»"wds approximately 10%. Letters were submitted to all parents indicating a willingness to participate and i.iter\icv\i 
rtcre scheduled. Every effort was made to extend the opportunity to participate to families that did not have 
telephones or whose pnmary language was other than English. A total of 601 interviews were conducted. 

Analysis of the sample mdicated that minonty children were underrep resented by 2%, that the familv 
iri*.ome category of ^,000-S20,000 was underrepresented by 16%, and that parental educational levels less than 11 
years ot school were underrepresented by 6% when compared to the demographics of the state as a whole. Every 
county of the state was represented. 

. e term White' is substituted for the more accurate term White [not Hispanicl' thioughoui the 
document. 

Survey Instrument 

The instrument used m this study was a cuestionnaire administered dunng face-to-face interviews wUh 
parents in their homes. A closed-question fonnat was used throughout. 

Questionnaire content was determined by conducting a thorough analysis of the professional literature 
regarding the key issues facing families with children who have special needs and by parental input through a 
Parent Task Forcu. The Parent Task Force complet jd a brainstorming session to identify major issues. 

Six general categones were identified and formed the basis for development of individual question items. 
The b categones were. {1} demographic information, t2) parents' information needs and sources, (3) services 
received and service satistaction, (4) parental involvenr> ent in service delivery, o) emotional support issues, and (6) 
financial issues. 

Drafts of the questionnaire were mailed to a.i Parent Task Force participants, as well as to a number of other 
professionals for their review and comments. The questionnaire was also pilot-tested with 10 families by four 
members of the research team. All comments and feedback were considered and contnbuted to the final version 
of the questionnaire. 

Procedure 

Interviewers trom throughout the state of Arizona wore lecruited through local newspapers^ regional agency 
administrative offices, school distncts and universities. Twenty interviewers were hired and trained. 
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Interx lewers wert. trained dunng one of two twelve-hour training sessions. The goal of the training was to 
achieve skilled, reliable and standard interviewing techniques. 

Interviewers were obserx'ed after receiving information abc interviewing techniques and observing several 
«ra(.rvicws being wonduc<>^d. Each interviewer was subsequently observed at least once on site dunng the actual 
«.unduct of the interv ie», with a family. All intervieivers were closely supervised by two project staff. 

Interviews were conducted in the respondent's home except m a few cases m which this was nut feasible. 
Ir.tLrviews took approximately one hour to complete. Families had the option of being interviewed in a languagt^ 
uihc-r than English. Langi,ages in which interviews were requested to be conducted included Spanish, Navajo, Tag 
d-Log, and sign language. Approximately 3% of the interviews were conducted in Spanish. 

AH survey respondents were infoimed of their nght to refuse to answer any question or to end the interv ^w 
i:7Ltor6 completion. This information was presented by telephone when the interview appotntmcnt was made, and 
again on the day of the interview before the interview began. 

Responses were recorded m a customized, standard, booklet consisting of computer -scannabie bubble 
^he'ets. Interv iev\ers checked the survey Ux^kiet after eacn interview to remove any stray marks and make suie 
that all answers were clearly marked. 



Analysis 

Of 601 interv lews that vvere conducted, the responses of 536 families, who have a total of 584 children w iih 
special needs under the age of 4 years, were included in the final results. 

Two units of analysis were used, depending upon the n of the question, vl) child specific items, and (2> 
family specific items. The interviewer training booklet descr ^ which questions were asked that were child 
>pocific, and hence, could result in parents answenng the question more than once if they had more than one 
child under the age of 4 years with special needs. 

Descnptive statistics were prepared on all survey items, resulting in sample frequencies, percentdges, 
means, medians, and modes as appropriate to the item. 

In addition, statistic.] analyses were computed on selected questions in order to conduct a coiTipcinson of 
major findings by: (1) ethnicity, and (2) geography. 

Ethnic compansons were conducted on the 3 major ethnic groups in Anzona (White, Hispani., and Native 
American). Sample size did not permit comparison of findings from other ethnic groups. 

Ccographic compansons were conducted by grouping the responses into 3 geographic regions. Maricopa 
county, (2) Pima county, and (3) rural counties (all other counties in the state). 

To a more limited degree, two additional group compansons were conducted by. (1) age, and (2) family 
income. An age companson was conducted Oi selected items in the Service Usage and Satisfaction section to 
dctcrmmc whether or not the age of the child contnbuted to the likelihoud that the child was receiving services. 

The sample was grouped into 4 categones m order to determine whether or not family income contnbuted to 
the provision of services or helped explain differences in the family responses lo selected items. The 4 income 
categories were. (1) AHCCCS recipients, (2) families with incomes less than 510,000, (3) families with income^ 
between 510,000-519,999, and (4) families with incomes of 520,000 or more. 

Statistical rp' ults are reported in the document for onl> those comparative analyses tnai ^ iclded statistically 
significant findings at the p<.05 level, unless otherwise indicated. 

All numbers displayed in the report have been rounded to the nearest whule number according to standard 
practice. 
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